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Abstract

Background: Patient advisory councils are a way for healthcare organizations to promote patient engagement. Despite
mandates to implement patient advisory councils through programs like the Patient-Centered Medical Home (PCMH),
there is a paucity of data measuring the impact of patients functioning in advisory roles. Our objective is to investigate
whether patient engagement in patient advisory councils is linked to improvements in clinical quality, patient safety or
patient satisfaction.

Methods: We searched PubMed, SCOPUS, CINAHL and Google Scholar for English language publications
between November 2002 to August 2015, using a combination of “patient advisor” and “care outcomes”
search terms. Article selection utilized dual screening facilitated by DistillerSR software, with group discussion
to resolve discordance. Observational studies, randomized controlled trials, and case studies were included
that described patients serving in an advisory role where primary outcomes were mentioned. Reference lists
of included studies and grey literature searches were conducted. Qualitative thematic analysis was performed
to synthesize results.

Results: Database searching yielded 639 articles total after removing duplicates, with 129 articles meeting full
text inclusion criteria. 32 articles were identified for final review, 16 of which were case studies. Advisory roles
included patient advisory councils, ad-hoc patient committees, community advisory councils, experience-based
co-design, and other. Four practice-based studies from one research group, involving community advisors in
the design of public health interventions, found improved clinical outcomes. No prospective experimental
studies assessed the impact of patient advisors on patient safety or patient satisfaction. One cluster-randomized RCT
showed that patient advisors helped health care planning efforts identify priorities more aligned with the PCMH. Ten
case studies reported anecdotal benefit to individual patient advisors.

Conclusion: Five included studies demonstrate promising methods for evaluating patient engagement in healthcare
delivery and describe impacts on clinical outcomes and priority setting. Based on the case studies found, patient
advisors tend to contribute to patient-facing services that may affect clinical care but are not easily evaluated. As
clinics and hospitals implement patient advisory councils, rigorous evaluation of their programs is needed to

support the expansion of system-level patient engagement.

Trial registration: This systematic review was registered in the PROSPERO database of the University of York Centre for
Reviews and Dissemination (ID: 2015:CRD42015030020).
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Background

Patient engagement can be defined as active partnership
between patients, families and caregivers working
together to improve healthcare delivery [1]. Patient en-
gagement can be fostered at the individual level, clinic
or organizational level, and the policy level [2]. While
promoting patient engagement in individual care
through self-management is better understood, less is
known about clinic or organizational level patient en-
gagement [3]. Examples of clinic or organizational-level
patient engagement include patients serving on patient
advisory councils, becoming members of quality im-
provement committees, or participating in training staff
[4]. These activities allow healthcare leadership to in-
corporate the patient perspective and care experience
when considering new clinic initiatives, quality improve-
ment projects, or community needs.

Working with patient advisors is a promising method
for achieving ongoing system-level patient engagement
that can integrate with clinic quality improvement initia-
tives and address patient experience of care. Patient advi-
sors are patients who meet on a regular basis with clinic
staff to improve care delivery at the clinic, hospital, or
organizational level. In the United States, patient advisory
councils are increasingly mandated within organizations
to demonstrate a commitment to patient-centered care,
such as the Patient-Centered Medical Home (PCMH)
delivery model, which delivers team-based, data-driven
and coordinated care [5]. Patient advisory councils are an
optional criteria of the 2014 US National Committee for
Quality Assurance (NCQA) Patient-Centered Medical
Home recognition standards, which is a national accredit-
ation program that awards PCMH certification [6]. Patient
and family advisors are also a requirement within US
Accountable Care Organizations, which are groups of
doctors, hospitals, and other providers who coordinate
spending in order to provide quality-based care for a des-
ignated group of patients rather than service-based care,
in order to share in cost savings for reduced unnecessary
care [7]. In the United Kingdom, patient involvement has
a historical precedent of patient participation groups
providing input for NHS primary care services since the
1970’s [8]. In Australia, trained consumer representatives
sit on most medical committees [9] and consumer con-
sultant positions have been developed in mental health
services [10].

A strong ethical rationale, based on principles of equity
and transparency, is often cited in efforts to improve patient
engagement through programs such as patient advisory
councils or input from patient representatives [11]. How-
ever, there has been a lag in the evidence base assessing for
any objective benefits of patient engagement at the clinic or
organizational level. A systematic review conducted in 2002
by Crawford et al. identified 42 papers published between
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1966 and 2000, 31 of which were case studies [12]. Their
analysis reported anecdotal findings that patient input at
the clinic level seemed to improve readability of educational
materials and improve staff attitudes towards patients; these
studies lacked formal prospective or pre-post evaluation of
patient advisory activities. Another systematic review exam-
ined the impact of public involvement in articles published
from 1997 to 2009, but only focused on sites in the UK
[13]. Our systematic review seeks to update Crawford et
al’s 2002 review to provide a current understanding of the
impact of patient advisory councils on concrete healthcare
outcomes with an international scope. Initiating and main-
taining a patient advisory council or other forms of patient
engagement requires a commitment of staffing and other
resources, thus clinics and hospital leaders may be resistant
to investing in patient engagement without clear evidence
to support their benefit. Our primary aim is to investigate
the impact of interventions involving patient advisory coun-
cils on clinical care outcomes, patient safety, and patient
satisfaction, compared to care that doesn’t involve patient
advisors, for participants at all healthcare settings.
Our secondary aim is to survey the impact patient
advisors have on healthcare changes such as priority-
setting, patient materials, and impacts on patient ad-
visors themselves.

Methods

We conducted database search queries targeting articles
involving patients serving in an advisory capacity in which
authors mentioned clinical care, patient safety or patient
satisfaction outcomes. This systematic review followed
PRISMA guidelines (PRISMA checklist included in
Additional file 1) and was registered in the PROSPERO
database of the University of York Centre for Reviews and
Dissemination (ID: 2015:CRD42015030020). The initial
literature search was conducted from September—October
2015. Reference lists were further searched for relevant
articles from October 2015 through May 2016.

Identification of data sources

We searched PubMed, SCOPUS, CINAHL and Google
Scholar databases. The search strategy included a combin-
ation of either patient engagement or patient advisory
council terms as well as quality outcome terms [Table 1];
the initial PubMed search strategy was then adapted for
SCOPUS, CINAHL and Google Scholar, with syntax and
search specifications optimized for each search engine
(see Additional file 2). Given that much of the work
around patient engagement is shared in white papers or
non-peer-reviewed publications, we also conducted grey
literature searches in order to identify informally pub-
lished or ongoing patient engagement research. Specific
sources of grey literature included white papers available
from the Institute for Patient and Family-Centered Care
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Table 1 PubMed Search Strategy

(((Patient OR patients OR consumer OR consumers OR community
OR communities) AND (“patient participation”[mh] OR “consumer
participation”[mh] OR “patient engagement” OR “consumer
engagement” OR “patient participation” OR “consumer

participation” OR “consumer involvement” OR “patient involvement”))

OR

(“Advisory committees'[mh] OR “Governing board’[mh])) OR (“patient
advisory council” OR “patient advisory committee” OR “patient and
family advisory council” OR “consumer advisory council” OR “patient
advisory committee” OR “consumer advisory boards” OR “Community
advisory board” OR “Community advisory council” OR “Community
advisory committee” OR “Community advisory boards” OR
“Community advisory council”)

AND

("Patient Harm"[Mesh] OR “Patient Safety’[Mesh] OR “Quality of Health
Care"[Mesh] OR “Patient Satisfaction”[mh] OR “patient safety” OR
“quality of care” OR “clinical outcomes” OR “patient experience” OR
“patient satisfaction” OR “consumer satisfaction” OR “Community health
planning” OR “population health” OR “Health Care Costs"[Mesh] OR
“cost of care” OR "health care costs” OR “Health Priorities/organization
and administration”[mh] OR “health care priority"[Tiab] OR “health care
priorities"[Tiab] OR “healthcare priority”[Tiab] OR “healthcare priorities”
[Tiab] OR "health priority”[Tiab] OR “health priorities”[Tiab] “Quality
Improvement/organization and administration”[mh])

and the Patient-Centered Primary Care Collaborative. Ref-
erence lists of our final list of included studies were
reviewed and abstracts of relevant articles were reviewed
in a similar process. Identified studies were uploaded into
DistillerSR, a web-based systematic review software [14].

Study selection

Two reviewers from the study team, one lead (AES)
and one support researcher (VM or MK), indepen-
dently reviewed titles and abstracts using DistillerSR.
Included studies had to describe a patient advisory
council activity or intervention, defined for the

Table 2 Inclusion and Exclusion Criteria
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purpose of this study as a group of patients or con-
sumers working with healthcare staff in order to pro-
vide input on healthcare services or delivery. Included
studies also had to describe an impact on our primary
or secondary outcomes of interest. Our primary out-
comes of interest were clinical quality of care, patient
safety, or patient experience of care. Our secondary
outcomes of interest included other impacts of pa-
tient engagement activities to clinic services, policies,
priorities, clinical physical space, or impacts on clinic
staff or patient advisors themselves. We included
randomized controlled trials, observational studies in-
cluding cross-sectional surveys and qualitative assess-
ments, and case studies. As the intention was to
update the Crawford systematic review on patient
engagement outcomes, the search query was limited
to English language articles dated from November
2002 to August 2015. Inclusion criteria spanned all
healthcare settings, including primary care, ambula-
tory specialty care, inpatient care, emergency depart-
ment and long-term care. We excluded reports
detailing patient engagement within their own indivi-
dual care, patient engagement within research studies,
as well as perspective, policy and protocol studies. A
complete list of inclusion criteria is available in
Table 2.

Inclusion-exclusion conflicts were managed by dir-
ect discussion and review with an independent fourth
senior researcher (NO). If there was a discrepancy,
the full text was reviewed and discussed as a group
until consensus was reached. Included abstracts were
then reviewed in full-text data abstraction. Weighted
overall kappa for abstract screen was 0.63 and for full
text abstraction was 0.68, levels which indicates good
agreement.

Inclusion Criteria

Exclusion Criteria

Published between November 2002-August 2015
English language

Healthcare-focused; including but not limited to inpatient and
outpatient, primary care, ambulatory sub-specialty, and
emergency department

Involves patient input on an advisory council, board, or committee

Reports measure of patient engagement impact either for primary
outcomes: clinical outcome measure or an NOMC safety or patient
satisfaction measure for staff or patients; or secondary outcomes:
other impacts on clinic processes, priorities, physical space or
impacts on clinic staff or patient advisors themselves

Patient engagement activities described address organization/
system-level changes

Published before November 2002 or after August 2015
Non-English publication

Study not located in a healthcare setting

Did not involve patient input via a council, board or committee

Description of a patient engagement intervention that does not address
primary or secondary outcomes.

Exclusively addresses engagement in individual care such as shared decision
making or patient activation processes; or involved patient engagement within

a research protocol without patient engagement pertaining to the intervention

itself

Is a research study or case report that includes assessment of
patient engagement impact

Is a perspective, policy piece, or protocol.
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Data extraction

Primary outcomes included clinical care quality mea-
sures as defined by the National Quality Measures Clear-
inghouse [15], patient safety measures and patient
satisfaction measures reported by either clinical staff or
patients and families. Secondary outcomes were other
descriptions of patient advisory council impact on the
healthcare setting. Both quantitative and qualitative
markers of patient engagement effects were extracted
using dual-review and an extraction form built in Distil-
lerSR. We developed a data extraction form that collated
study type, demographics of each study site (e.g., loca-
tion, patient population, type of clinical practice), type of
patient engagement intervention, outcome metric(s), a
summary of the impact patient engagement had on that
measure and possible study confounders, and limitations
or conflicts of interest.

Analysis

We applied a thematic analysis approach to synthesize
review findings by type of patient advisory council and
impacts based on prior systematic reviews that applied a
similar approach to heterogeneous study results, rather
than attempt a meta-analysis of aggregate data. Study
quality was initially determined using the Cochrane Col-
laborative Bias Assessment Tool [16]. In order to assess
quality for both qualitative and quantitative studies,
we subsequently used the Mixed Methods Appraisal
Tool, which rates studies on a scale from 0 to 4
(Additional file 3) [17].

Results
Database searching yielded 639 articles after duplicate
removal. After abstract review, 129 articles were assessed
for full-text data screening and abstraction. After full-text
review, 93 articles were excluded yielding 36 articles. Of
the 36 articles, one study was eliminated because it did
not report our primary or secondary outcomes [18]. One
study was eliminated because it was a brief report of a pa-
tient advisory council already described in detail in an-
other included study [19]. Two studies were eliminated as
they described community participation in regional public
health governance in low-resource settings, without
clearly referencing if patients were serving as advisors
within a healthcare facility setting [20, 21]. We ultimately
included 32 papers for final qualitative synthesis. A full
PRISMA diagram of included studies is provided in Fig. 1.
Of included studies, 15 were based in the United King-
dom, 8 in the United States, 4 in Canada, 4 in Australia or
New Zealand, and 1 in Sweden (see Table 3). One study
was a cluster-randomized controlled trial, 4 described a set
of quasi-experimental quality improvement initiatives from
one practice group, 2 were systematic reviews, 1 was a
cross-sectional survey, and 9 were qualitative or
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ethnographic studies. The majority (N = 16) were case
studies comprising a description of a patient advisory pro-
ject without formal quantitative, qualitative or ethno-
graphic data included. The primary mode of patient
advisor intervention was a patient advisory council, refer-
ring to a group of patients who met with staff on a regular
basis to discuss healthcare improvement activities. Patient
engagement was also described in studies as community
advisory councils (4 from one institution), experience-
based co-design projects, ad-hoc patient committees who
met for a single project, and “other” activities such as
“mental health user groups” composed of patients who ad-
vise healthcare trusts in the UK. Only one study qualified
as having high quality and low risk of bias per the
Cochrane Assessment tool [22]; the majority of studies
were classified as “not applicable” for quality assessment
due to their case-based nature or lack of prospective study
design; eight of the studies scored the maximum 4/4 using
the Mixed Methods Appraisal Tool. Full summaries of
studies including design, intervention, findings and quality
rating are included in Table 4.

Primary outcomes: Clinical care, patient safety, and
patient satisfaction

Clinical care

No studies reported results from a prospective, random-
ized controlled trial with respect to our primary out-
come of patient advisors impacting clinical care, patient
safety, or patient satisfaction. We found four papers de-
scribing quasi-experimental public health interventions
from one group in Colorado (United States) in which a
community advisory council participated in a regional
quality improvement campaign to publicize colon cancer
screening, asthma, and blood pressure control within a
practice-based research network. The community advis-
ory council worked in an iterative process to “translate”
health care promotions into public service messages that
would be understandable to the lay community [23]. In
accompanying articles, this approach was found to have
positive results in several distinct interventions and was
associated with statistically significant increased self-
reported intention to engage in colorectal cancer screen-
ing [24], increased use of asthma inhalers as well as
asthma action plans [25], and improved blood pressure
control rates [26].

Six papers reported case-based or anecdotal findings
that patient advisory councils had a role in improving
appointment access for patients, which is a domain of
care quality. In one case study, breast cancer patients in
an experience-based co-design program recommended a
change in the scheduling process for newly diagnosed
patients [27]. Another case study described how patient
and family advisory councils improved their hospital’s
appointment scheduling so that the scheduling center
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Records identified through database
searching
N =671

Additional records identified through
reference list review
N=38

Records excluded
N =510

Not in English (N = 18)

Not healthcare setting (N = 21)

| Not patient advisory role (N = 369)

No primary/secondary outcomes (N = 72)
Individual patient engagement (N = 9)

Perspective piece/policy (N = 21)

Full-text articles excluded
N=93

Not in English (N = 0)
Not healthcare setting (N = 0)

Not patient advisory role (N=36)

No primary/secondary outcomes (N=57)
Individual patient engagement (N = 0)
Perspective piece/policy (N = 0)

Full-text articles excluded
N=4
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Report of already included study (N = 1)
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Final studies included in
qualitative synthesis

Fig. 1 Prisma 2009 Flow Diagram

contacted patients directly [28]. This change reportedly
reduced the number of rescheduled appointments with-
out a summary estimate provided. In the four remaining
articles, patient advisory councils were involved in devel-
oping a "fast-track" system for an emergency depart-
ment, improving public transportation to a clinic, and
creating drop-in and evening clinic hours. [29-32].

Patient safety

One report included several case studies describing how
patient advisory councils have had a role in patient
safety. Examples included a United States hospital in
Seattle, Washington that embedded patient advisory
committees throughout the institution and attributed
this participation to a reduction in falls and medical er-
rors, however specific data on falls and medical errors
were not reported. The report described another hospital
initiative involving patient advisors in the redesign of

their hospital, and attributed this redesign to a reduction
in medical errors by 62% [33].

Patient satisfaction

Four papers described case-based results that patient
advisory councils had a role in affecting patient satisfac-
tion. One hospital’s mean patient satisfaction increased
from the 10th to the 99th percentile; another hospital’s
patient satisfaction scores climbed from 95% to 98%;
these were both attributed to an investment in “patient-
centered care” which included patient advisory councils
as well as other programs [33]. In another article, a
hospital system implemented patient advisory councils
as part of a multi-pronged “Interprofessional Collabora-
tive Practice Model” and performed pre-post analysis of
patient satisfaction data in four units. The case study re-
ported a positive trend in patient agreement that “I feel I
have been listened to by the healthcare team,” although
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Table 3 Categories of Included Articles

Type of Patient Involvement N

Patient Advisory Council 11

Community Advisory Council 4

Ad-hoc Patient Committee 8

Experience-based co-design 4

Other 5
Article Type

Randomized Controlled Trial 1
Quasi-Experimental Study 4
Systematic Review 1
Cross-Sectional Survey 1
Qualitative Study 9
Case Study 16
Location
UK 15
us 8
Australia/NZ 4
Canada 4
Other (Sweden) 1
All Articles 32

statistical analysis was not provided [34]. A patient and
family advisory council in a pediatric oncology hospital
in Boston MA implemented an ED “fast track” to expe-
dite hematology-oncology admissions, which they attrib-
uted to an improved but unreported rate of patient
satisfaction for oncology patients and their families [29].
A news article from a hospital in the UK shared how a
hospital system trust invited patients who had submitted
complaints to participate in regular meetings over two
years to brainstorm improvements. Since implementing
this program, complaints decreased from 117 to 48 in
one year [35].

Secondary outcomes: Clinic priorities, educational
materials, physical improvements

Patients & health care priority setting

The most rigorous study found in this review was a
cluster-randomized RCT based in Canada that compared
an intervention arm, in which a random selection of re-
gional primary care staff leaders worked with patients to
identify priorities, against a control arm in which staff
selected primary care priorities without patients. Prior-
ities chosen by staff and patients working together were
more aligned with the components of the Patient
Centered Medical Home and the Chronic Care Model
(p < 0.01), although the study could not assess whether
these recommendations would be implemented by local
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primary care officials [22]. Six studies had case-based
descriptions of how patient advisors helped to identify
hospital or clinic priorities [12, 30, 31, 36, 37].

Benefits for patients and staff

Ten studies described case-based evidence that participa-
tion in an advisory council had a therapeutic or positive
benefit for the patients themselves [8, 9, 36, 38—44]. A re-
port of interviews with members of a children’s hospital
teen advisory council found that participation fostered
organizational skills and professional development [40]. A
qualitative impact assessment of a panel of service users
for a Montreal, Canada psychiatric institute interviewed
the users serving in an advisory capacity. Users described
improved mental health, enhanced education about
services, and reduction of perceived stigma due to their
involvement [36]. Five studies described how patient
advisory councils increased hospital or clinic staff aware-
ness of the patient perspective and patient-centered care
[13, 36, 40, 43, 44].

Other impacts

Seventeen studies described how patient advisors helped
develop materials for patient education or self-
management [8, 9, 24-28, 30, 31, 40, 42, 45-50]. Fifteen
studies described how patient advisors recommended
changes to a healthcare setting’s physical space, such as
an improved waiting room, improved accommodations
for physical disabilities, or improved layout [13, 27-30,
32, 33, 35, 40, 41, 48-52]. Other studies described pa-
tient advisor involvement in workflow or service changes
[27, 29, 30, 32, 34, 44, 52], patient-developed trainings
for staff or trainees [27-31, 33, 42, 44, 49, 51], confer-
ence attendance, and web portal improvement [33].

One included study was another systematic review on
the impact on patient involvement, but focused on care
in the United Kingdom; the studies included in this re-
view comprised narrative, case based evidence describing
patient advisors contributing to our secondary outcomes
such as improving physical space, expanding clinical
services, devising educational materials, and changing
healthcare staff attitudes or culture towards the patient
perspective [13].

Discussion

To our knowledge, this is the first systematic review with
a focus on patient advisors, with an emphasis on quantifi-
able care quality outcomes. We did not find any rigorous,
prospective RCTs that assessed our primary outcomes of
patient clinical care, patient safety, or patient satisfaction.
We did identify a group of quasi-experimental studies
from one large regional initiative in which community ad-
visory councils aided in the development of patient-
centered messaging about the importance of colorectal
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screening, asthma and hypertension control. While the
studies showed statistically significant improvement in
health behaviors, the control group included those who
did not encounter the health promotion program at all
rather than a control health promotion message without
patient input. We cannot definitively attribute the
improvements in health outcomes seen to the patient
engagement component. We found only one cluster-
randomized trial showing patient advisors helped clinics
set priorities that were better aligned with the PCMH and
chronic care model.

Despite a growing policy focus on patient-centered care,
research on organizational-level patient engagement has
made little progress over the 15 years that have elapsed
since the publication of the 2002 Crawford systematic
review. Similar to the Crawford article, we observed the
most commonly found examples of advisors having an
impact were on improvements to patient educational
materials, clinical physical space, and changes to staff
“culture” or awareness. Our review included one other
systematic review of patient and public involvement in the
UK, which found very similar case-based evidence within
our secondary outcomes. Our review adds to these find-
ings through our international scope and ability to capture
a variety of patient advisory roles. The few experimental
studies did show improvements in some clinical care
metrics, clinic priorities, and staff awareness of patient en-
gagement; however more concrete outcome measures
were lacking.

Objective clinical outcomes, including quality, safety,
and patient satisfaction, should be assessed in order to
provide a stronger evidence base for system-level patient
engagement. It is likely a challenging environment to as-
sess these domains, given that patient advisory councils
are an incredibly heterogeneous intervention. Patient ad-
visory councils typically work on a number of projects at
a given time and there are rarely joint efforts for a simi-
lar project across multiple patient advisory councils or
multiple sites. Additionally, implementation of an advis-
ory council takes significant time and resources to recruit,
hold meetings, and provide follow up [53]. Implementers
of advisory councils likely lack the bandwidth to incorpo-
rate formal evaluations into their work.

In order to know if patient advisory councils are actually
impactful, a future research agenda for patient engage-
ment must overcome the limitations inherent to this field.
Patient advisory councils and similar patient engagement
approaches are ripe for knowledge translation approach,
i.e, a close, interactive relationship between researchers
and health systems to accelerate evidence and improve
health systems [54], Individual sites working with advisory
councils should incorporate quality improvement-
informed data gathering tools and consider projects as
Plan-Do-Study-Act cycles with iterative analysis of
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improvement. For example, a hospital could assess con-
sumer satisfaction with a waiting room space before and
after an advisory council-led renovation, or assess individ-
ual patients’ self-efficacy in managing diabetes before and
after using a patient advisory council-devised diabetes
pamphlet. Higher quality research will require concerted
efforts across healthcare sites. For example, if a healthcare
network implements patient advisory councils across mul-
tiple primary care sites, central leadership could encour-
age a shared quality goal (improvement in standardized
patient satisfaction surveys, network-wide mammogram
rates, etc.) which would provide an aligned outcome that
could be assessed using either a pre-post analysis,
stepped-wedge, or cluster-randomized design to provide a
comparison group.

The study designs utilized by the few studies that
did formally evaluate patient advisory councils can
serve as a guidepost for future investigators interested
in assessing the impact of patient engagement. The
PBRN-based public health intervention partnered with
community advisory council members, who were best
suited for adapting and translating evidence-based
health promotion materials so as to be compelling to
community members [45]. If this intervention had
included a study arm providing health promotion
without community advisors, it would have allowed
for a more rigorous analysis of how the community
advisory council input improved effectiveness. In con-
trast, a robust control group was included in the
cluster-randomized trial of an intervention working
with patient advisors to set primary care priorities; by
utilizing randomization, the study addressed the many
potential confounders involved in clinic-level inter-
ventions. This study established a clear comparison
group of staff working without patients, allowing the
investigators to identify the changes in primary care
priorities that could be attributed to patient involve-
ment [22]. A comparison group was also included in
a study assessing staff awareness of patient engage-
ment before and after working with patient partners;
qualitative  analysis showed an expanded and
improved understanding and receptivity to patient en-
gagement in the study arm that worked with patient
and family advisors [43]. By including a control arm
and/or quantitative outcome measures, these studies
highlight how patient advisors may enable healthcare
programs to become more patient-centered.

As healthcare becomes more consumer-focused, we
have much to learn from the business and industrial
design world. The studies we identified exploring
experience-based co-design are a promising start to
incorporating the patient perspective in healthcare
improvement efforts, although they did not include
reports of pre- and post-evaluation of how changes
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affected the care experience, which would be helpful
to understand if the co-design process should be
widely disseminated.

Our study limitations include regional variations in
terminology. In the US, “patient engagement” is the
preferred term, while in the UK “patient and public
involvement” is more common. “Co-creation” and
“co-production” are growing in popularity in Australia
[55]. While we may not have captured all of these
variations with our search strategy, we designed a
search strategy aimed to capture studies that included
patients as advisors regardless of the “engagement”
term used. Another limitation is possible confounding
of results; some studies mentioned improvements in
quality or patient satisfaction measures after large-
scale care redesigns across a hospital that included
patient advisory councils, making it less plausible that
the improvements seen could solely be attributed to
the work of the patient advisors. It is also likely that
positive examples of patient advisory council projects
are more likely to be written up than unsuccessful
ones, thus the included case studies are an example
of reporting bias. The group of studies that addressed
our primary outcomes of interest were from one
practice-based research network in Colorado, US, thus
their findings were geographically bounded in one region.
Finally, we may not have captured the most recently pub-
lished studies relating to patient advisory councils.

Despite these limitations, our review highlights both
the strengths and challenges inherent in the field of
patient engagement research. While the currently
published evidence base for patient advisors is limited
and primarily case-based, it does provide a description
of the scope of patient advisors roles and their potential
for collaboration with staff on healthcare improvement
efforts, which can serve as examples for staff beginning
to work with patient advisory councils. The few studies
that were RCTs or quasi-experimental should serve as
references for future prospective evaluations.

Conclusions

The studies included in this systematic review show how
patient advisors have been involved in a wide range of
projects oriented towards practice improvement. Patient
advisors seem to help healthcare organizations develop
programs that are more accessible or understandable
which may translate to more effective primary care out-
comes and priority setting. Case-based reports describe
patient advisory council involvement in projects to
improve clinical care and safety. Future work must seek
rigorous evaluation of patient advisory council programs,
in order to demonstrate value in the investments needed
to implement patient-centered care.
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