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Abstract: Despite efforts for greater patient engagement in health care quality 
improvement, evaluation practice in this context remains mostly conventional and 
noncollaborative. Following an explication of this problem we discuss relevant theory 
and research on patient-centred care (PCC) and patient engagement and then con-
sider potential benefits of collaborative and participatory approaches to evaluation 
of such initiatives. We argue that collaborative approaches to evaluation (CAE) are 
logically well-suited to the evaluation of PCC initiatives and then suggest contribu-
tions that the evaluation community can offer to help advance patient engagement. 
Finally, we outline a research agenda that identifies important areas that are in need 
of further examination.
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Résume : Malgré les efforts consentis pour mieux faire participer les patients dans 
l’amélioration de la qualité des soins de santé, la pratique d’évaluation dans ce con-
texte reste généralement conventionnelle et non collaborative. Après avoir décrit le 
problème, nous discutons des théories et des recherches pertinentes dans le domaine 
des soins axés sur le patient et de son engagement, avant de nous pencher sur les 
avantages possibles des approches collaboratives et participatives en évaluation 
pour de telles initiatives. Nous avançons que les approches collaboratives en évalu-
ation sont particulièrement adaptées à l’évaluation d’initiatives de soins axés sur 
les patients et suggérons des moyens que la communauté en évaluation contribue 
à la promotion de la participation des patients. Finalement, nous identifions des 
priorités de recherche dans des secteurs d’importance où une réflexion approfondie 
est nécessaire.
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Statement of the Problem
Health organizations are increasingly making efforts to offer patient-centred 
health services that are more responsive to patients’ preferences, values, and 
needs. The underlying philosophy of patient-centred care (PCC) advocates for 
patients to have an active role in all areas of their care, including broader ar-
eas of the health care system such as planning and evaluation of health services 
(Gerteis, Edgman-Levitan, Daley, & Delbanco, 1993; Stewart et al., 2000). The 
conceptualization of PCC emerged during the 1950s and is widely used in health 
organizations to refer to an essential component of quality health care. The con-
cept of PCC was originally introduced as a rejection of the traditional model of 
care that tended to be more disease- and physician-focused, toward a health care 
that is more holistic in nature and aims to improve the patient experience. Stud-
ies have demonstrated that PCC, with its emphasis on being responsive to patient 
preferences and needs, has positive outcomes on the quality of health care and is 
strongly desired by patients and families (Agency for Health Care Research and 
Quality, 2005; Little et al., 2001; Rao, Weinberger, & Kroenke, 2000).

Current strategies used for the assessment and monitoring of PCC and patient 
experience tend to be primarily based on performance measurement and patient/
family feedback (Baker, 2014; Davies & Cleary, 2005). For example, patient satis-
faction surveys are commonly used for reporting on the quality of health services 
as well as to inform decision-making. Considered one of the gold standards in 
health care quality improvement, patient satisfaction surveys have a wide range 
of validated surveys available that are low-cost, can gain large amounts of feed-
back, can be easily implemented, and can provide hospitals with an opportunity 
to receive posthoc feedback from patients (Canadian Foundation for Healthcare 
Improvement [CFHI], 2012; Veillard et al., 2005). Yet, as reported by the CFHI, 
there is a myth in health care that “high patient satisfaction means high quality 
care” (2012, p. 1). Martin and Ronson (2007) caution that an approach in which 
health organizations rely on patient satisfaction surveys to identify areas that need 
improvement and to learn more about the patient experience is insufficient. They 
concluded that “fifty years of patient satisfaction research has found that in study 
after study between 80 and 90% of patients are satisfied” (2007, p. 8). Some of this 
could be explained by the fact that most patient satisfaction surveys tend to ask 
surface-level questions (i.e., discrete, categorical questions about delivery of care), 
are subject to self-selection and literacy bias, and are therefore limited in capturing 
the patient’s experience beyond the questions being asked (CFHI, 2012; Williams, 
Coyle, & Healy, 1998). Other forms of feedback also commonly used in tapping 
into patient views about patient experience include interviews, complaints, and 
patient or family narratives. They are beneficial in capturing patient experience 
information, but tend to focus on individual issues, are resource intensive, and 
often challenge decision makers on how to incorporate these data into quality 
improvement plans (Baker, 2014).

Another common practice in health care quality improvement efforts is 
the use of performance measurement systems, which monitor the performance 
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of the broader health care system using statistical data to determine progress 
toward specific defined objectives (Adair et al., 2006). Health decision makers 
use performance monitoring data by monitoring selected indicators and targets 
to help assess their performance over time and to make comparisons with other 
health institutions that offer similar services. Performance data serve an impor-
tant role in ensuring health organizations meet their accountability requirements 
established by their funding agencies. They are also regularly used to help inform 
health professionals and decision makers on how health consumers use the health 
system (e.g., number of emergency department visits, wait times) as well as for 
establishing strategic directions. However, an important limitation is the rela-
tive lack of health performance systems that include indicators that can further 
our understanding of patients’ health service experiences, integral to improving 
PCC (Canadian Institute for Health Information [CIHI], 2016). One explanation 
for this may be that patients or family members are not regularly involved or 
consulted in the development of health services indicators. That is, performance 
indicators are typically developed through provincial or state requirements, re-
search evidence, and consensus of an expert panel, usually comprised of health 
professionals without input from patients or family members (Baker, Fancott, 
Judd, & O’Connor, 2016). As a result, performance data often fall short in terms 
of informing decision makers about issues that are of importance to patients and 
families. For example, administrators, clinicians, and patients give importance to 
different aspects of care, and their ideas on quality health services differ (Kötter, 
Schaefer, Scherer, & Blozik, 2013). Administrators tend to be concerned with 
operational efficiency (e.g., bed occupancy, budget), clinicians are interested in 
clinical efficiency (e.g., mortality rates, complications) and patients tend to be 
more concerned with the health care experience and interpersonal interactions 
with health providers (Ioan, Nestian, & Tiţă, 2012). Arguments have been made 
for greater involvement of patients and family members in indicator develop-
ment and selection to collect performance data that is more reflective of patient 
and family priorities and to better understand the patient experience (Gagliardi, 
Lemieux-Charles, Brown, Sullivan, & Goel, 2008a, 2008b; Kötter et al., 2013). Re-
cently, the CIHI has taken the lead in making efforts to address the indicator gaps 
related to measuring patient experience and are in the process of developing “a set 
of indicators to measure patient experience, inform performance improvements 
over time, and support benchmarking across Canada” (CIHI, 2016, p. 2). This 
is an important contribution to health performance systems and will certainly 
advance health professional and decision makers’ abilities to consider and better 
understand patient experiences. However, key challenges that will remain are the 
ability to gain a true understanding of the local context of patient experience as 
well as explaining the variance in results.

The use of performance measurement and patient feedback is well entrenched 
within the health sector and highly valued by decision makers. These strategies 
serve important functions in terms of meeting accountability requirements and 
monitoring patient satisfaction. Yet, despite efforts to collect these forms of data, 
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the application of quality improvement strategies that would facilitate patient-
centredness across organizations remains a challenge and has had mixed results 
(Baker, 2014; International Alliance of Patients’ Organizations [IAPO], 2007; 
Ponte et al., 2003; Robinson, Callister, Berry, & Dearing, 2008). For example, 
Baker (2014) reviewed how patient engagement contributes to improved care, 
reporting that decision makers have reported feeling challenged in linking these 
data sources to answer key priority questions. Overall, efforts made toward de-
veloping sophisticated measures for capturing patient experience have not led 
to improved knowledge on how to apply these results as a means to improving 
patient experience. Baker (2014) noted, “While data and stories about patients are 
important sources of information, they may be insufficient to motivate and focus 
improvement in many contexts” (p. 2).

The Institute of Medicine report, Crossing the Quality Chasm (IOM, 2001), 
has been influential and has received widespread support within health care for 
applying more patient-focused quality improvement strategies. These strategic 
efforts toward increasing patient engagement are geared toward addressing some 
of the gaps identified in the use of conventional quality improvement strategies 
as well as to improve the quality of patient-centred health services. More recently, 
there has been a sharp increase in the number of government and nongovern-
mental organizations sponsoring and advocating for greater patient engagement 
activities across all levels of health care (e.g., quality improvement, accreditation, 
strategic planning, research, etc.). Two of many examples are the Patients First: 
Action Plan for Health Care that made a commitment “to expand patient engage-
ment” in Ontario (Ministry of Health and Long-Term Care, 2015) and Canada’s 
Strategy for Patient-Oriented Research, providing a “continuum of research that 
engages patients as partners, focusses on patient-identified priorities and im-
proves patient outcomes. This research, conducted by multidisciplinary teams in 
partnership with relevant stakeholders, aims to apply the knowledge generated 
to improve healthcare systems and practices” (Canadian Institutes of Health 
Research, 2016, para 2).

To date there is limited empirical research that has examined the effects of 
patient engagement or the best approach to engage patients (Abelson et al., 2015; 
Baker, 2014). Furthermore, there is a relative lack of collaboration and shared 
knowledge between the evaluation community and health sector in the rapidly 
developing area of patient engagement and the development of best practices. As 
a consequence, health organizations continue to struggle on how best to involve 
patients (i.e., process) in health service improvement initiatives as well as learn 
from patient experience (Baker, 2014; Luxford, Safran, & Delbanco, 2011). In 
this article we make the argument that the evaluation community could offer 
significant contributions in these areas through the promotion of evaluation ap-
proaches that are collaborative and participatory—approaches that are logically 
and conceptually aligned with PCC initiatives.

With greater attention and efforts being made toward patient engagement 
in the planning, design, and evaluation of health services, it is critical to identify 
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strategies to continue the advancement of patient engagement as complementary 
to improving patient-centred health services. Health organizations have made ef-
forts to increase patient engagement efforts, but some of these developments have 
not always been as productive and effective as originally intended. In this article, 
we discuss the relevant literatures of PCC and patient engagement to further our 
understanding of some of the challenges and facilitators that might allow patient 
engagement to prosper. Following this discussion, we offer the use of collabora-
tive approaches to evaluation (CAE), such as practical participatory evaluation  
(P-PE), as potentially powerful facilitators of patient engagement that are cur-
rently missing. Through collaborative practices we believe the evaluation com-
munity can help advance patient engagement in health care quality. Finally, we 
outline a research agenda that identifies several important areas that are in need 
of further examination. We begin by providing an overview of the evolutionary 
trajectory of PCC, providing a conceptual perspective for discussing some of the 
facilitators, barriers, and approaches to patient engagement.

Patient-Centred Care
The conceptualization of PCC emerged during a time of substantive change in 
health care, changes that saw the introduction of new technologies, specialties, 
and patient populations. PCC is entrenched in health organizations to refer to an 
essential component of quality health care. Despite difficulties defining the term, 
by the late 1990s there were some general principles associated with PCC, many 
of which were based on the seminal work produced by the Picker Commonwealth 
Program for Patient-Centred Care, now known as the Picker Institute, which is 
considered to be one of the more influential organizations for advancing PCC 
(Shaller, 2007). The Picker inquiry, led by Gerteis et al. (1993), conducted a wide 
range of focus groups of recently discharged patients, family members, physicians, 
and nonphysician hospital staff as well as reviewed pertinent literature related to 
PCC. Seven key principles of PCC were identified through this work, which cul-
minated in the publication of a book entitled Through the Patient’s Eyes (Gerteis 
et al., 1993). The fundamental PCC principles identified in their work were

•	 respect for patients’ values, preferences, and expressed needs;
•	 coordination and integration of care;
•	 information, communication, and education;
•	 physical comfort;
•	 emotional support and alleviation of fear and anxiety;
•	 involvement of family and friends; and
•	 transition and continuity. (p. 223)

Subsequent to the publication of this book, there was a significant increase in 
the interest in PCC across health care systems and significant uptake in the efforts 
to define PCC (IAPO, 2007). For example, in its landmark report, Crossing the 
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Quality Chasm, the IOM (2001) included PCC as one of their six aims for health 
care improvement and declared that “making care more patient-centred means 
adjusting nearly every aspect of practice, in every realm from the administrative 
to the clinical to the technological” (p. 1).

Despite the prominence given to PCC within the health care system, imple-
mentation of effective PCC practices remains a challenge (Luxford et al., 2011; 
Shaller, 2007). Identification and distinction of PCC definitions within the dif-
ferent health care contexts in which it is being applied could assist health care 
providers in improving the implementation of PCC. For example, Robinson et al. 
(2008) found that most PCC definitions are derived from four distinct sources: 
a public policy perspective, an economic perspective, a clinical perspective, and 
a patient perspective. The PCC perspectives that Robinson et al. (2008) have 
suggested deconstruct the PCC concept into more manageable and context-
specific components. These four proposed PCC perspectives challenge health 
organizations to focus their PCC efforts at all levels of the health care system 
and organization. Significant efforts have been made in the past decade, using a 
bottom-up approach, to improving PCC practices within the patient and clinical 
PCC perspectives that take place at the individual patient level. However, one area 
of development that deserves greater attention is exploring PCC practices aimed 
at the broader, organizational level of health programs and organizations (IAPO, 
2007). Robinson et al. (2008) refer to this as the public policy perspective of PCC, 
and it serves as the foundation for all other PCC practices and sets the direction 
for PCC across health care. Patient engagement in setting research priorities or in 
the planning and evaluation of health services are examples of PCC being imple-
mented at the organizational level, which is the focus of this article.

Despite considerable efforts in applying quality improvement efforts (e.g., 
incident reporting, clinical audit, risk management, etc.), health organizations 
have had mixed results in implementing widespread patient-centredness (Lux-
ford et al., 2011; Shaller, 2007). However, further research has examined critical 
organizational facilitators to promoting successful implementation of PCC. The 
most critical include (a) a strong and committed leadership (i.e., CEO and board 
of directors), identified as critical for achieving sustained delivery of PCC; (b) a 
strong and clearly communicated strategic vision that was constantly commu-
nicated to every member of the organization; (c) systematic measurement and 
regular feedback to health service providers (e.g., front-line staff, decision makers, 
etc.) of patient experience data with high specificity; (d) involvement of patients 
and families at multiple levels (e.g., service redesign, partners in care, patient and 
family advisories, representation on medical executive committees, etc.); and (e) 
a culture that strongly supports change and collective learning, identified as a 
powerful enabler to PCC (Luxford et al., 2011).

While the concept of PCC is well entrenched in health care, there continue 
to be challenges in its meaning and implementation. The factors contributing to 
successful implementation of PCC outlined in the previous section may provide 
some insight into practices that elevate the norm. In response to the continuing 
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challenge of incorporating widespread patient-centredness across health organi-
zations, momentum is building and there is commitment within the health sector 
to seriously support activities that engage patients in health care quality improve-
ment efforts.

Patient Engagement
The following review of the relevant patient engagement literature is based on 
material acquired through systematic searches of the knowledge base using stand-
ard computerized search and retrieval tools. Specifically, we sought empirical and 
conceptual published research in comprehensive health management databases 
using Medline (Ovid), Allied and Complementary Medicine, Embase, Healthstar, 
PsycINFO, and Cochrane Database of Systematic Reviews using the keywords 
“patient engagement” and “patient involvement.” Sources addressed the following 
questions: (a) How is patient engagement defined/described for health care qual-
ity improvement? (b) What are the facilitators and challenges to patient engage-
ment in planning and evaluation of health services? (c) What does the approach 
or process used for engagement look like? The search was limited to the years 2000 
to present and targeted peer-reviewed published work. In addition to the comput-
erized search, we used bibliographic follow-up to identify relevant publications.

This led us to a body of knowledge that promotes patient engagement in 
planning and evaluation as a means of addressing PCC at the broader level of a 
health program or organization. The terminology surrounding patient engage-
ment, patient involvement, public engagement, and public involvement in health 
care is quite varied. All of these terms share the common goal of seeking public 
or patient input and guide health system decision-making on specific health care 
issues (Abelson et al., 2016). The term public engagement appears to be used as an 
umbrella term in the literature for public involvement in health decision-making; 
other terms such as patient engagement/involvement tend to have more limited 
specific meanings and different intensities of engagement (Hill, O’Grady, Millar, 
& Boswell, 2000; Mitton, Smith, Peacock, Evoy, & Abelson, 2009). Abelson et al. 
(2015, p. 2) describe public and patient engagement as a “term to capture a wide 
range of efforts aimed at actively involving citizens and patients in various do-
mains and stages of health system decision-making.” This article is only concerned 
with the patient perspective rather than the broader societal public perspective; 
therefore, the term patient engagement will be used to represent the active en-
gagement of patients, including family members, in health service planning and 
evaluation. The CFHI has been at the forefront of supporting patient engagement 
initiatives and describes patient engagement as

initiatives that engage patients and families in designing, delivering, and evaluating 
health services, with the goal of improving the quality of care. Co-designing improve-
ments with patients and families leads to new insights and better results than provid-
ers and leaders working on their own. (CFHI, 2017)
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Patient engagement gained considerable attention in North America and 
Europe more than a decade ago, and the practice of patient engagement for health 
service improvement has evolved considerably in Canada (Abelson et al., 2015; 
CFHI, 2017; Crawford et al., 2002; Van de Bovenkamp, Trappenburg, & Grit, 
2010). The United Kingdom and the Netherlands have been at the forefront of 
developing strategies for patient engagement (e.g., experience-based co-design, 
Bate & Robert, 2007) as well as conducting empirical studies examining the ef-
fects of patient engagement (Crawford et al., 2002; Fudge, Wolfe, & McKevitt, 
2007; Van de Bovenkamp et al., 2010). In Canada, efforts toward greater patient 
and family engagement for improving patient experience have been more recent. 
For example, the Change Foundation, an independent policy think tank, added 
a strategic priority that “will focus on listening and learning to better understand 
the family caregiver experience as part of the patient experience and to identify 
promising models or initiatives for effective and collaborative engagement be-
tween family caregivers and providers” to their 2015–2020 strategic plan (Change 
Foundation, 2015 p. 16). Cancer Care Ontario’s 2011–2015 Ontario Cancer Plan 
identified “continue to assess and improve the patient experience” as one of their 
six strategic priorities (Cancer Care Ontario, 2011, p. 40). Efforts toward increased 
patient engagement in quality improvement have become priorities for many 
health organizations as a means of improving patient experience, but progress has 
been limited (Baker, 2014; Baker et al., 2016).

Carman et al. (2013) have made significant contributions in defining and 
describing what is involved with patient engagement and proposed a multidimen-
sional framework for patient and family engagement in health and health care. 
The framework describes the levels at which patient engagement can occur across 
the health care system, from direct care to patient engagement into organizational 
design, evaluation, governance, and policy-making. The framework depicts how 
much information is exchanged between patient and provider as well as how 
active a role the patient has along the continuum of engagement. For example, 
at the continuum’s lower end, which tends to be consultative in nature, “patients 
are involved but have limited power or decision-making authority. Providers, or-
ganizations, and systems define their own agendas and then seek patients’ input. 
Information flows to patients and then back to the system” (Carman et al., 2013, 
p. 224). At the higher end of the patient engagement continuum, “engagement is 
characterized by shared power and responsibility, with patients being active part-
ners in defining agendas and making decisions. Information flows bidirectionally 
throughout the process of engagement, and decision-making responsibility is 
shared” (Carman et al., 2013, p. 224).

There is limited empirical research that has examined the process, effects, and 
best approaches for engaging patients in health organizational design/governance, 
evaluation, and policy (Armstrong, Herbert, Aveling, Dixon-Woods, & Martin, 
2013; Baker, 2014; Baker et al., 2016). The following section provides an overview 
of the literature on the facilitators and challenges of patient engagement in the 
planning and evaluation of health services that go beyond direct care.
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Strengths and Facilitators of Patient Engagement
Baker and Denis (2011) identified patient engagement initiatives as a means 
to better respond to patients’ needs and expectations as well as a priority area 
for system change within Canada. They also suggested that patient engage-
ment is increasingly being seen as a “potentially strong lever to shift the system 
toward improvement and to align the perspectives and activities of different 
practitioners” (p. 25).

Review of patient engagement studies indicates that there has been a positive 
impact in the following areas: improved educational or tool development (Baker 
et al., 2016), possibly improved clinical care outcomes or service delivery (Baker, 
2014; Baker et al., 2016; Rathert, Wyrwich, & Boren, 2013), informed policy or 
planning initiatives as well as accelerated work and its visibility (Baker, 2014), 
and improvement in patient experience (Baker et al., 2016). Some facilitators 
identified in the literature to enhance patient engagement or patient-centred 
care initiatives include (a) having a clear rationale for patient engagement and 
identifying the right patient engagement approach to achieve the desired out-
comes, (b) dedicated champion and/or committed leadership that communicates 
strategic vision across the organization, (c) building staff capacity to work with 
patients, (d) having adequate resources, (e) organizational culture that is commit-
ted to change, (f) learning and involving patients in a meaningful way, and (g) 
clear roles and responsibilities (Armstrong et al., 2013; Baker, 2014; Baker et al., 
2016; Luxford et al., 2011; Shaller & Darby, 2009). Crawford et al. (2002) reported 
that staff attitudes toward collaborating with patients became more favourable 
compared to a baseline and that the organizational culture became more open to 
working with patients as a result.

Recent development of a public and patient engagement evaluation tool 
developed by Abelson et al. (2015) could be an important facilitator in advanc-
ing patient engagement and evaluating its impact. The tool was developed 
through a collaborative process that involved review of the literature as well 
as input from public and patient engagement researchers and practitioners. 
The four principles identified as critical for the evaluation of public and pa-
tient engagement are as follows: (a) integrity of design and process (i.e., diverse 
range of views, clear communication between organizers and participants, 
and support to enable participation), (b) influence and impact (i.e., informs 
planning/decision-making, learning, and increased confidence and trust), 
(c) participatory culture (i.e., organizational support for patient engagement, 
leaders informed on patient engagement, and demonstrated use of patient 
engagement work), and (d) collaboration and common purpose (i.e., plan and 
coordinate collaboratively to address concerns of people they serve). Despite 
the strengths of patient engagement in health service planning and evalua-
tion, it does not come without its unique challenges. This next section will 
discuss some of the challenges faced when engaging patients in planning and 
evaluation initiatives.
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Challenges to Patient Engagement
The vagueness of the concept of patient engagement and the lack of clarity of 
purpose, structures, and roles among patients and health professionals involved 
in a patient engagement initiative were reported to challenge the patient engage-
ment process (Armstrong et al., 2013; Baker, 2014; Crawford et al., 2002; Fudge 
et al., 2007; Gagliardi et al., 2008a; Tedford-Gold, Abelson, & Charles, 2005). 
Some view patient engagement as a quality issue that can contribute to improve-
ments of services, but others see it as simply an accountability requirement that 
can be accomplished with a single time point consultation rather than genuine 
engagement.

Studies examining patient experiences with patient engagement were mixed. 
Some patients reported that the engagement process was rewarding and appreci-
ated the opportunity to be involved; other studies reported patient dissatisfaction 
with the process and lack of interest in being involved in health improvement 
initiatives (Fudge et al., 2007; Gagliardi et al., 2008a). There was also some reluc-
tance on behalf of some health professionals to support shared decision-making 
with patients (Frosch, May, Rendle, Tietbohl, & Elwyn, 2012). The variations in 
the valuing of patients’ experiential knowledge resulted in some studies reporting 
a significant gap between their intentions to involve patients and what actually 
occurred. Finally, appropriate guidelines or approaches for engaging patients in 
health service planning and evaluation are quite lean. Participatory evaluation and 
research approaches to patient engagement have been suggested as a good starting 
point, but there is little published evidence that such approaches have been used 
(Armstrong et al., 2013; Bate & Robert, 2007).

Methodologically, few studies examined the effectiveness or quality of their 
patient engagement approaches. Most studies examining patient engagement 
approaches were descriptive in nature and were generally restricted to authors’ 
reflections on the strengths and limitations of their engagement process. To date, 
most patient engagement in program improvement initiatives have been consulta-
tive in nature rather than representing genuine interactive engagement sustained 
over time. Very few studies examined the patients’ experiences or the impact 
of the engagement process on patients and health professionals involved in the 
patient engagement process; considering that the intent of patient engagement is 
to be more patient-centred, this is somewhat ironic (Fudge et al., 2007; Gagliardi 
et al., 2008a). Also of concern is the relative lack of collaboration and shared 
knowledge between the evaluation community and health sector related to patient 
engagement. Many of the strengths and challenges identified and discussed in 
the patient engagement literature have a long history in the evaluation literature. 
Evaluators have unique skills and evaluation approaches that could make signifi-
cant contributions in ensuring that patient engagement prospers and ultimately 
improves the patient experience. In the next section, we provide an overview of 
collaborative approaches to evaluation and discuss how such approaches could 
serve the improvement of patient engagement processes and strengthening part-
nerships between patients and health service providers.
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Collaborative Approaches to Evaluation and  
Patient Engagement
The very nature of patient engagement in health service planning and evaluation 
implicates the use of collaborative and participatory approaches. Yet one of the 
barriers to patient engagement in health service planning and evaluation is the 
limited knowledge on how to put such approaches into practice (Fudge et al., 
2007). Recent developments in the evaluation community, particularly with re-
gard to the development and validation of principles for CAE (Shulha, Whitmore, 
Cousins, Gilbert, & Al Hudib, 2016) offer useful guidance. CAE seeks to develop 
a partnership between the evaluator and members of the program or intervention 
community such as program developers and managers or service users (e.g., pa-
tients). Evaluators bring technical expertise and knowledge of evaluation profes-
sional standards of practice to the planning and evaluation process, and patients 
bring experiential knowledge with the interventions (i.e., health services) and a 
rich knowledge of the context in which the interventions are implemented (Cous-
ins & Chouinard, 2012; Cousins & Earl, 1995; Stevahn, King, Ghere, & Minnema, 
2005). A key element to CAE is that stakeholders (e.g., patients, family members, 
health professionals, decision makers) are actively involved in decision-making 
and are able to see tangible evidence of their contributions. Of equal importance 
in CAE is attention to capacity-building designed to assist program community 
members to understand the evaluation process and their role in it. Cousins and 
Earl (1995) and Cousins and Chouinard (2012) view participatory approaches to 
evaluation as a means of enhancing the use of evaluation findings and working 
toward creating an organizational culture that is committed to learning and im-
provement. Learning not only involves quantitative standards from performance 
indicators, but from genuine collaboration between health practitioners/research-
ers and patients/family or process use (Patton, 1997).

Figure 1 elucidates the eight principles to guide CAE that were recently de-
veloped and validated by Shulha et al. (2016). A growing number of participatory 
approaches fall under the CAE umbrella (e.g., practical participatory evaluation, 
most significant change technique, rapid rural appraisal). Common to them all 
is that evaluators work in partnership with members of the program community. 
Three important considerations are associated with these principles: first, they are 
to be considered as a set, not as a pick-and-choose menu for application; second, 
they are well differentiated from yet overlapping and interconnected with one 
another; finally, they are not intended to imply a linear sequence, although there is 
a loose temporal order beginning with “Clarify the Motivation for Collaboration.”

The principles can be used most importantly as a guide to CAE practice but 
also to retrospectively analyze projects, review evaluation policy, and inform pro-
fessional development, among other applications. In the present case, the emphasis 
placed on the “participant’s” central role in the evaluation process is of great interest 
since it parallels Mallett’s (1996) definition of PCC, which emphasizes placing pa-
tients in the centre of the system of care. It is important to note that many types of 
CAE involve other stakeholders such as managers and implementers in evaluation 
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Figure 1. An Integrated Set of Principles for Use in Guiding Collaborative Ap-
proaches to Evaluation

processes; in addition, some also engage intended service or intervention benefi-
ciaries, which would be critically important in the context of PCC.

Patient engagement provides patients with an opportunity to dialogue with 
health professionals about what is of importance to them as well as to be actively 
involved in decisions for improving health services, a key principle of PCC. How-
ever, recurring weaknesses from the patient engagement literature are the lack of 
guidance or approach to implementing patient engagement into practice, the gap 
between intentions to involve patients and their actual involvement, patient en-
gagement tending to be more consultative than collaborative, and the challenges 
and time required to shift clinician attitudes to adopt a more “patient and family 
focus” to their practice (Baker, 2014; Fudge et al., 2007; Tedford-Gold et al., 2005). 
For example, in Gagliardi et al.’s (2008a) study, one of the suggested recommenda-
tions made by participants was that the patient engagement “process should be 
ongoing and interactive rather than single, passive efforts to enable information 
sharing, and foster mutual understandings of perspective among patients and 
health professionals” (p. 239). This type of recommendation bodes well for a pa-
tient engagement approach that is collaborative in nature, similar to CAE.

In considering justifications for CAE, Cousins and Whitmore (1998) identi-
fied two streams of participatory evaluation: (a) Practical Participatory Evaluation 
(P-PE) and (b) Transformative Participatory Evaluation (T-PE). P-PE supports 
program or organizational decision-making and its main function is in fostering 
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evaluation use. “The core premise of P-PE is that stakeholder participation in 
evaluation will enhance evaluation relevance, ownership, and thus utilization” 
(p. 6). The second rationale, T-PE, seeks to empower members of community 
groups who are less powerful and “invokes participatory principles and actions in 
order to democratize social change; it has quite different ideological and histori-
cal roots from P-PE” (p. 7). For the purpose of this article, the proposed use of 
participatory evaluation approaches would fall within the P-PE rationale. Despite 
there being an element of empowerment in patient engagement, the overall goal 
is to improve the quality of care while recognizing that the process of patient en-
gagement has a very practical aspect to it. In addition, it promotes utilization of 
evaluation results by having decision makers involved throughout the evaluation 
process. It should be noted, however, that capacity building and empowerment 
outcomes may also occur in P-PE and that transformative and practical outcomes 
are by no means mutually exclusive.

Three fundamental dimensions of process in CAE have been identified by 
Cousins and Whitmore (1998) and affirmed by others (e.g., Daigneault & Jacob, 
2009). These dimensions, appearing in Figure 2, are considered to be orthogonal 
and represent decision points that help to shape the CAE process. The first is control 
of evaluation process—who controls the decision-making related to the technical 
aspects of the planning and evaluation process: researchers/evaluators, organiza-
tional decision makers (health professionals)/service users (patients), or some bal-
ance between the two? The second dimension is stakeholder diversity—who (e.g., 
program decision makers, patients, family, program staff) within the program or 
organization should be involved in the planning and evaluation process? The final 
dimension is depth of participation, implicating the intensity of involvement in the 
evaluation process, ranging from light touch consultation to significant engage-
ment with all phases of evaluation planning and implementation.

We argue that widespread use of CAE in the context of PCC is lacking, but it 
has enormous potential to assist health organizations to leverage patient engage-
ment in meaningful and sustainable ways. We advocate practical CAE approaches 
to broaden decision-making and problem-solving by engaging a range of key 
stakeholders in planning and conducting evaluation for health service quality 
improvement initiatives. Intended service beneficiaries (patients) would be the 
central figures among participating stakeholders, given compatibility with the 
principles of PCC. The direct use of the CAE principles to guide planning and 
evaluation efforts has considerable potential to assist health organizations to fur-
ther their agenda of fostering patient engagement.

Conclusion and Agenda for Future Research
Our survey of the patient engagement landscape, while likely not exhaustive, 
provides an overview of current quality improvement methods being used in the 
health sector as well as some of the complexities and challenges of engaging pa-
tients and health professionals in collaborative program improvement initiatives. 
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The complexity of engaging patients in planning and evaluation requires con-
tinued research that goes beyond examining patient engagement at the level of 
direct care, toward a better understanding of patient engagement at a program or 
system level. Despite emerging evidence that suggests patient engagement leads 
to patient and organizational improvements (Baker, 2014), we need to explore and 
gain a better understanding of the processes involved or evaluation approaches 
that could contribute to translating patient engagement into improved outcomes. 
In this final section, we identify priority issues and questions for study that we 
believe could help further our understanding of patient engagement in health 
care improvement.

1.	 Practical CAE: Despite significant effort, the extent to which patients 
have been engaged in health care quality improvement has mostly been 
limited to various forms of single time point consultation, rather than a 
genuine interactive partnership based on principles of CAE. Of interest 
would be the examination of practical forms of CAE for the develop-
ment of effective engagement processes. Such activities carry significant 
potential to leverage evidence-based decision-making in the interest of 
service improvement.

2.	 Facilitators and barriers: In our review, few patient engagement initia-
tives evaluated or examined the patient’s or health professional’s experi-
ence with the engagement experience. How do patients feel about their 
engagement experience? What are some of the factors that facilitate or 
restrain patient engagement? To what extent does more intensive in-
volvement in evaluation than is presently the case mediate such factors?

3.	 Process considerations: Do we know what approach is best suited to 
engage patients in the evaluation process? Principles for CAE implicate 
the development of deep understandings of context and the nature of 
interventions to inform subsequent process decisions such as (a) who 
controls the technical evaluation decision-making (evaluator, balanced, 
stakeholder)? (b) who from the health care community (e.g., managers, 
caregivers), apart from patients, should be involved in evaluation and 
why? (c) how intensive (light touch, deep involvement) should patient 
and other stakeholder engagement in evaluation be?

4.	 Understanding consequences: It is important to understand patient 
engagement consequences in the health care setting context. What are 
the observed effects of the engagement process? Has improved patient 
experience or patient centredness been achieved? What are the intended 
benefits of engaging patients in the planning and evaluation process? 
What are the unintended effects (positive or negative) of engaging pa-
tients in planning and evaluation processes? To what extent did these 
observed outcomes depend on process dynamics?

5.	 Capturing perspectives: We are of the view that alternative methodo-
logical approaches are required for assessing patient experience and the 
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effects of patient engagement beyond measurement and patient feedback 
(i.e., patient satisfaction surveys, patient narratives). Performance data 
often fall short in informing decisions about issues that are of impor-
tance to patients, and patient satisfaction surveys are limited in terms of 
identifying areas that need improvement or learning about the patient 
experience. We would suggest complementing these strategies with ones 
that provide deeper understanding of the patient experience and help 
focus improvement efforts—for example, qualitative approaches, such as 
participant observation, as a means of giving primacy to what is mean-
ingful to patients and focus improvements. In short, move beyond the 
reflective narrative in describing the patient engagement process and its 
impacts on PCC.

We have provided an overview of patient engagement within a health care 
context and identified important areas where we believe the evaluation commu-
nity can play a significant role in continuing to advance the body of knowledge 
and practice of patient engagement. Our intention has been to explicate some 
options for more collaborative practice and to inform a future research agenda 
that will add new insights and advance our understanding of patient engagement. 
In the end, our hope is that research on patient engagement will help highlight 
the importance of including the patient perspectives to create a more responsive 
health care system.
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