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Abstract  

Healthcare is unacceptably error prone.  The question remains why, with 20 years 

of evidence, is error and harm reduction not being effective?  While precise numbers may 

be debated, all stakeholders recognize the frequency of healthcare errors is unacceptable, 

and greater efforts to ensure safety must occur.  In recent years, one of these strategies 

has been the inclusion of the patient and their family as partners in safety, and has been a 

required organizational practice of Accreditation Canada in many of their standard sets.   

Existing patient advisories created to encourage engagement, have typically not included 

patient perspectives in their development or been comprehensively evaluated.  There are 

no existing tools to determine if and how a patient wants to be involved in safety 

engagement.  As such, a multi-phased study was undertaken to advance our knowledge 

about the client’s and family’s role in promoting safety.    

Phase 1 of the study was a scoping review to methodically review the existing 

literature about patients’ and families’ attitudes, beliefs and behaviours about their 

involvement in healthcare safety.  Phase 2 was designed to inductively explore how a 

group of patients in an Ontario, Canada, community hospital, describe healthcare safety 

and see their role in preventing error.   

The study findings, which include the narratives of 30 patients and 4 family 

members, indicate that although there are shared themes that influence a patient’s 

engagement in patient safety, every individual has unique, changing beliefs, experiences 

and reasons for involvement.  Five conceptual themes emerged from their narratives: 

Personal Capacity, Experiential Knowledge, Personal Character, Relationships, and 

Meaning of Safety.  These study results will be used to develop and test a pragmatic, 



IF PEOPLE WERE KALEIDOSCOPES                                       
 

iii 
 

accessible tool to enable providers a way to collaborate with patients for determining 

their personal level and type of safety involvement.                                                       

The most ethical and responsible approach to healthcare safety is to consider 

every facet and potential way for improvement.  This exploratory study provides 

fundamental insights into the complexity of patient engagement in safety, and evidence 

for future steps.              
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Chapter 1:  Introduction  

1.1  Introductory Statements 

 The risks and potential for harm inherent in the delivery of healthcare has the 

attention of key stakeholders as never before, from providers and policy-makers to 

patients and their families.  With this knowledge has come the proliferation of strategies 

and interventions designed to improve and enhance healthcare safety.  Among them is 

legislation by the Ontario Ministry of Health and Long-Term Care in the form of the 

“Excellent Care for All Act” (Bill 46) that targets improving the patient experience with 

patients at the core, and which requires hospitals to conduct patient/client/caregiver 

surveys to determine satisfaction with services (Ontario Ministry of Health and Long-

Term Care, 2010).  Additional strategies focusing on the active role of patients and 

families have included their participation in an advisory capacity on hospital committees 

for the improvement of process and system issues, to their direct involvement as an active 

member of their own healthcare team.  While the recommendations and initiatives may 

vary in approach and across settings, there is consistency in the belief among policy 

makers and champions of patient safety of the need for patient engagement in patient 

safety.  One of the strongest endorsements for the engagement and involvement of 

patients and families in the efforts to prevent healthcare harm has come from the World 

Health Organization (2016) and their Patients for Patient Safety program.  While their 

work includes advocacy at the policy-making level, a primary goal is to encourage 

patients to take an active role in their care.             

Accreditation Canada, the Canadian healthcare accrediting body for hospitals and 

community-based services and programs, was considered for its specific aim and 
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recommendations for practice that occur at the direct care level – a focus for this study.   

It has articulated necessary practices or Required Organizational Practice (ROPs) which 

“…organizations must have in place to enhance patient safety and minimize risk” 

(Accreditation Canada, 2011, p.1).  The role of the client and family in safety is one such 

ROP.  This ROP specifically indicates that an organization “informs and educates clients 

and families in writing and verbally about the client and family’s role in promoting 

safety” (Accreditation Canada, 2011, p. 8) and is included in most standard sets (see 

Appendix A for complete listing).  In recent years general patient safety tips and 

advisories with the potential to aid organizations in meeting this objective have been 

developed in Canada (e.g. Canadian Patient Safety Institute, 2010) and internationally.  

However there is limited evaluation of the adherence to, and effectiveness of these 

advisories, with some authors (Entwistle, Mello, & Brennan, 2005) noting the lack of 

patient perspective, or use of evidence, in their development.  For organizations to most 

successfully meet this accreditation requirement, dedicated investigation and exploration 

of patients’ and families’ perspectives about patient safety, as well as their beliefs on if, 

and how they should be involved, was required.                                                                                           

1.2  Personal Reflections 

I acknowledge that my ‘personal frame of reference’ (Trede & Higgs, 2009, p. 15) 

has shaped the inspiration for this research.  During my professional work with a focus on 

patient safety in a hospital setting, as well as being a patient, I found myself wondering:   

If I am hesitant as a patient to ask healthcare providers about handwashing, despite 

reading educational safety tips to do so, do others feel this way?  Then, the broader 

question of:  At a time when patient-centred care and partnership is garnering attention, 
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what does this mean to patients from a safety perspective?  From a personal and 

professional viewpoint, I felt that there was a role for patients, but I was not convinced 

we had asked enough (or even any) questions of the right people to know how that would 

be addressed in practice.  I thought we needed to talk with patients instead of dictating to 

them what we, as professionals, thought they should or could do.  I believed we have 

been presumptive in generalizing what patients want and should do.  I wondered if, as a 

patient, living that experience, whether individuals saw issues or opportunities providers 

might have overlooked or dismissed, that were better suited to their needs and 

preferences.  Despite my initial interest and desire in wanting to ‘do something’, such as 

study and test an intervention in support of patient engagement in safety, I learned that 

this step was premature given the limited depth of evidence about patients’ perspectives 

regarding engagement in safety during their entire hospital stay, as well as lack of 

assessment tools to determine if and how patients fulfil their role and involvement.  It 

made me question further if administrators and providers in organizations are being asked 

to educate the client about their role in safety, how is their role and engagement 

determined and assessed?  Additionally, how can effectiveness of interventions be 

determined without having a common approach to assessing engagement at the outset?  

To provide a clear, articulate argument for how to approach these observations and 

questions, I developed the following premises to guide my thinking and justification for 

the research need on this topic.  

1. At the time of development of this study, one of Accreditation Canada’s 
ROP (2011) focused on providing “written and verbal information to 
clients and families about their role in promoting safety” (p. 8)*.  This 
recommendation was based on three references: a) The book, To Err is 
Human: Building a Safe Health System, by the Institute of Medicine 
(Kohn, Corrigan, & Donaldson (Eds.) and the Committee on Quality of 
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Health Care in America, Institute of Medicine, 2000); b) Institute for 
Family-Centered Care’s (IFCC) Partnering with Patients and Families for 
Patient Centered Care (2008) (Note: the ROP includes no additional 
information on this reference, but it is believed to be the Institute for 
Family-Centered Care in collaboration with Institute for Healthcare 
Improvement (2008) document as noted in my reference list); and c) 
Entwistle, Mello and Brennan’s article Advising Patients About Patient 
Safety (2005).  I questioned the references they cited for the following 
reasons.  First, the patient engagement content in the referenced book is 
anecdotal in nature and no studies are cited.  Second, the IFCC material is 
targeted to general engagement and does not specifically address the 
potential nuanced needs related to safety.  Finally, a key message in the 
article by Entwistle and colleagues was a cautionary note about five US 
advisories and the lack of patient perspectives in their development, as 
well as the lack of evaluation of content, context of use and overall 
influence on safety.  They strongly encouraged the need for research on 
patients’ interpretations of, and responses to, advisories. Further, how does 
one know what the patient role should be and the kind of activities it 
should include?  How does one assess whether uptake of the information 
has occurred and engagement is happening?  Will this engagement be 
dynamic and if so, how is that conveyed and assessed?  Collectively, I 
found the ROP to be lacking quality evidence to substantiate the 
requirement.        
*Notation:  As my study progressed and prior to data collection, the 2012 
ROP was published (Accreditation Canada, 2012a).  Of the six citations, it 
included the article by Entwistle and colleagues (2005).  Four other 
citations were examples of advisories on involvement or general 
information on the definition of engagement.  The final citation was 
reference to a study by Weingart and colleagues (2011) that suggested a 
relationship between patient involvement and reduced error.  This did not 
change my belief that research was required.            

2. There are patient advisories or tip sheets/pamphlets to encourage patients 
to engage in different actions that may reduce harm, but for the most part 
these have not been developed with input from patients, nor effectively 
evaluated.  Patient safety tips have not been well developed or tested 
adequately.     

3. At the time of study development, I could not find any studies by 
investigators who interviewed patients’ about their experiences of and 
perspectives on safety engagement in all aspects of care associated 
with their healthcare as they were hospitalized.  This is important 
evidence to assess in order to substantiate Accreditation Canada’s ROP as 
well as illuminate content for patient advisories on safety.                 

4. At the time of study development, I could not find a validated tool to 
determine engagement preference, and assess patients’ involvement in 
safety while in hospital.  This has implication for administrators and 
practitioners of organizations attempting to fulfil Accreditation Canada’s 
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ROP requirement on safety engagement, as well as the testing of new 
strategies.     

5. A patient’s involvement in their care is not necessarily the equivalent 
to involvement in safety. 

 

With those premises in mind, I knew the first step had to be an inductive approach to 

deconstruct the meaning and range of patient involvement in patient safety as described 

by participants, but not as a lived experience - rather so that it could be conceptualized in 

such a way as to facilitate tool development for future testing and integration into 

practice.  I envisioned a future step of creating a tool that would focus on ‘how do they 

want to be engaged’, allowing for ‘no engagement’ as indicated, and was mindful that 

another tool or form of assessment would be needed to determine ‘are they demonstrating 

engagement’.            

1.2.1  The analogy of a kaleidoscope:  A foreshadowing of findings.  A 

kaleidoscope is defined as “a tube containing mirrors and pieces of coloured glass or 

paper whose reflections produce changing patterns when the tube is rotated” (Pearsall, 

2002, p. 771).  I know it to be an object with many shards of coloured glass in different 

shapes and sizes, which if enabled, forms a highly complex, intricately woven, unique 

image.  It is an image that will change to form new images under different circumstances, 

with light providing illumination in different ways to emphasize a particular colour of 

glass more than before.  I was reminded of kaleidoscopes when I was reading about 

qualitative content analysis for this study, and specifically an article by Dye, Schatz, 

Rosenberg, and Coleman (2000).  The authors referenced kaleidoscopes as similar to 

work of content analysis – looking at and maneuvering pieces of information, to see 

themes and patterns, and ultimately an overall image of the content.  I could clearly see 
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what they meant by the process and it brought clarity for me as I moved forward with my 

study’s content analysis.  But it did more for me than that.  As I pondered the data pieces 

from the narratives of the participants in this study, the themes took on different common 

colours in my mind’s eye, but for each person differing shades of emphasis or meaning, 

and never to be as clear cut as black and white.  I could see people as kaleidoscopes – and 

their healthcare safety engagement, the highly specialized, unique, forever changing 

image.  It is an image that we as providers will need discern if we are to respect patients’ 

preferences, beliefs, capabilities, and circumstances.  An assessment tool to illuminate 

and sharpen the image of safety engagement will be for a future study.        
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1 Image 1, with permission, from Patricia Watson at http://www.buffaloschools.org/webpages/pwatson/math.cfm?subpage=86626 

…some colours 
smaller, fading… 

1Image 1 

Figure 1.  The analogy of a kaleidoscope. 

…and another turn, another 
change, & the colours re-
align…something anew 

affects their engagement 

TThhee  eevveerr--cchhaannggiinngg  
iimmaaggeess  ooff  tthhee  

kkaalleeiiddoossccooppee  ––  lliikkee  
tthhee  eevveerr--cchhaannggiinngg,,  

iinnttrriiccaattee  
ccoommpplleexxiittyy  ooff  

ppaattiieenntt  
eennggaaggeemmeenntt  iinn  

ssaaffeettyy……..  

…some colours darker, 
more evident… 

http://www.buffaloschools.org/webpages/pwatson/math.cfm?subpage=86626
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1.3  Study Purposes 

 In recognition of the value the World Health Organization and other 

organizations, including Accreditation Canada, have placed on the role of the client and 

family in promoting healthcare safety, and given the limited depth of our current 

understanding of what this means from a patient- and family-centred approach and how it 

should most realistically be operationalized, I undertook a multi-phased study to examine 

this issue.  The overall purpose of this multi-study was to advance our knowledge about 

patient and family involvement in promoting healthcare safety.  Specifically, the 

purposes of each phase are as follows.  The purpose of the first phase of this study was 

completion of a scoping review of published and unpublished literature examining 

patients’ and families’ attitudes about the patient/family role in healthcare safety, as well 

as their reported behaviours in support of their safe care.  This was an important initial 

step in order to document the full scope of current evidence in a methodical way thereby 

illuminating substantiated findings and knowledge gaps.  Further, while systematic 

reviews have been published, limitations in their comprehensiveness have been 

identified, and in light of the expanding interest in this topic, the need for this study phase 

was evident.  The two research questions for this phase of the study were:  1) What are 

patients’ and families’ attitudes and beliefs about their participation role in ensuring they 

receive safe care, as described in the published and unpublished literature?  2) What are 

the behaviours indicative of harm prevention that patients and families engage in 

independently or at the direction of others [researchers; healthcare providers], as 

described in the published and unpublished literature?   
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The purpose of the second phase of the study was to gain insight, primarily from 

an inductive approach, into the perspectives of patients about their knowledge, comfort 

level and behaviours in promoting their safety while receiving healthcare in a Canadian 

hospital.  The influence of patient and family in healthcare safety based on recommended 

advisories has limited evaluation, particularly from a qualitative approach, with little 

feedback or insight from patients’ and families’ experiences and whether they are 

adopting this responsibility.  Based on my knowledge, the uniqueness of this phase of the 

study was that it occurred in a Canadian community hospital; involved inpatients and 

outpatients; and perhaps most importantly, used in-depth, one-to-one interviewing to gain 

patients’ accounts of the safety of their care as they see and define it, and their level and 

type of involvement.  My primary research question for this phase was:  How do patients 

and families describe healthcare safety and what are their attitudes and beliefs about their 

role in promoting it while receiving care in a Canadian community hospital?                                                   

1.4  Conceptual Definitions 

A number of key concepts require definition.   

1.4.1  Healthcare safety and patient safety.  In this study the terms ‘healthcare 

safety’ and ‘patient safety’ were used interchangeably and was based on the following 

definition,“…the reduction and mitigation of unsafe acts within the healthcare system, as 

well as through the use of best practices shown to lead to optimal patient outcomes” 

(Davies, Hebert, & Hoffman, 2003, p.12).  In keeping with the person-centred approach 

and objectives of this study, I remained open to understanding how patients and their 

families perceive the definition and meaning of safety in healthcare.    



IF PEOPLE WERE KALEIDOSCOPES                                       
 

10 
 

1.4.2  Attitude.  The term ‘attitude’ was used to explore patients’ and families’ 

feelings and thoughts about relevant issues.  The definition is based on the following, “a 

settled way of thinking or feeling” (Pearsall, 2002, p. 86).     

1.4.3  Belief.  The term ‘belief’ was defined as “an acceptance that something 

exists or is true, especially one without proof” (Pearsall, 2002, p. 124).  More 

specifically, it was framed as a “firmly held opinion or conviction” (Pearsall, 2002, p. 

124).    

1.4.4  Behaviours.  The term ‘behaviours’ was defined as behave or the actions 

taken by an individual to accomplish a certain goal or aim.  Pearsall (2002) describes 

‘behave’ as “act or conduct oneself in a specified way” (p. 123).  The behaviour may be 

determined independently, or encouraged and directed by others.  The behaviour may be 

an actual event or it may be an anticipated action to be undertaken in the future.     

1.4.5  Involvement and engagement.  The terms ‘involvement’ and 

‘engagement’ were used interchangeably in this study, and was intended to convene 

active partnership and inclusion.  Pearsall (2002) describes ‘engage in’ as “participate or 

become involved in” (p. 472).  The evidence of involvement was perceived by those it 

applies to and included the corroboration from others.               

1.5  Conceptual Framework 

 This study was initially based on a preliminary conceptual framework created by 

Maurer, Dardess, Carman, Frazier, and Smeeding (2012) (American Institutes for 

Research) for the Agency for Healthcare Research and Quality, about patient and family 

engagement to improve healthcare quality and patient safety (see Figure 2).  The goal of 

Maurer et al. (2012) was to “promote patient and family engagement in hospital settings 
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by developing, implementing, and evaluating the Guide to Patient and Family 

Engagement: Enhancing the Quality and Safety of Hospital Care” (p. 1).  The framework 

served as a foundation from which to determine strategies and resources for the Guide 

(Maurer et al., 2012).       

In keeping with Accreditation Canada’s Required Organizational Practice (2011) 

of providing written and verbal information to patients and families about their role in 

promoting safety, this framework is structured around the premise of patient- and family-

centred care, and specifically, enablers to their engagement as a safety strategy.  

Additional components are also taken into account, such as the organizational context.  

Overall, the framework, a building block to shape the creation of a guide for involving 

patients and families in enhancing hospital quality and safety, provides structure in 

thinking about how this will happen and the hypothesized outcomes.   

 A definition of patient and family engagement is central to the framework.  The 

authors have defined it as: “a set of behaviors by patients, family members, and health 

professionals and a set of organizational policies and procedures that foster both the 

inclusion of patients and family members as active members of the health care team and 

collaborative partnerships with providers and provider organizations” (Maurer et al., 

2012, p.10).  The framework takes into account both the goals of improving healthcare 

quality and safety via patient/family involvement, as well as capturing potential 

influencing external, organizational and individual factors.             

 The linkages of the various components in the model are as follows.  The targeted 

hospital-based interventions and educational strategies are believed to affect the 

characteristics (knowledge, attitudes, beliefs, skills, and self-efficacy) of patients, 
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families and healthcare providers; their relationships; and the hospital environment.  The 

resulting behaviours lead to outcomes, all of which are framed by an external 

environmental context that includes issues such as resources, constraints and facilitators 

impacting individuals’ and organizations’ levels of engagement.   

This framework resonated with me given its primary focus on patient and family 

engagement, and the link to improved quality of care and safety.  Unlike other safety 

frameworks, such as the Human Factors Framework by Henriksen, Dayton, Keyes, 

Carayon and Hughes (2008), and the Conceptual Framework for the International 

Classification for Patient Safety by the World Health Organization (2009), this 

framework has patient and family engagement in safety at its core.  Notably, the Guide, 

as shaped by the framework, is intended to “support the involvement of patients and 

family members in the safety and quality of their care” (p. 1).  As such, I used the 

framework to help develop my thinking about this topic.  First, it validated for me the 

importance of their engagement specific to safety, and the need to understand individual 

characteristics prior to proceeding to interventions.  Second, as noted in Figure 2, I 

focused on patient and family characteristics, but appreciated the connection with 

providers and the environmental context.  I was mindful of this connection and that was 

reflected in my approach to scoping the literature (phase 1) and in the questions I asked 

participants in phase 2 of the study.  Third, I acknowledge that I did not use the terms 

‘skills’ or ‘self-efficacy’, opting instead to have participants describe perspectives and 

behaviours.  As descriptors of skills or self-efficacy emerged in the analyses, this was 

addressed.  Overall, the framework supported the goal of my study – delving more deeply 

into understanding the patient and family characteristics that lead to their actions (or lack  
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of) in support of their safe care.  
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Figure 2.  Patient and family engagement conceptual framework.  

Conceptual Framework (Maurer et al., 2012) 
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 In 2013, Carman et al. (2013) published another model of patient engagement in a 

peer-reviewed journal (see Figure 3).  This model or framework includes the idea of 

patient and family engagement in health and healthcare being on a continuum, with three 

levels of engagement (direct care; organizational design and governance; policy-making) 

(Carman et al., 2013).  It is not specific to patient safety, but rather engagement generally.  

The authors suggest that patient beliefs about their role, health literacy, and education, are 

influential factors related to engagement, in addition to, as example, social norms 

(Carman et al., 2013).  They further suggest that there are degrees of engagement from 

consultation, to involvement, to the most engaged – partnership and shared leadership.  

 Although this model was not included in my initial study proposal, I have since 

added it given that, as my study evolved, the conceptualizations of levels of engagement, 

and varying degrees of engagement, also resonated.  As noted in Figure 3, there is 

recognition of levels of engagement, and my study is aligned with the direct care level.  

This is an important distinction as, apart from specific topics about safety (e.g. provider 

handwashing), there is more profile of patient safety and patient engagement in the other 

two levels (organizational design and governance; policy-making).  The varying degrees 

of engagement is suggestive that we must be mindful that engagement is not all or none – 

there are different forms, types and intensities.   

 The multidimensional framework by Carman and colleagues (2013) is 

complementary to that created by Maurer et al. (2012), as effective patient and family 

engagement – in all its complexity – is at the core of each.  Together, these frameworks 

have provided a structure for conceptualizing the design and analyses of my study and the 

findings.                  
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Figure 3:  Multidimensional framework for engagement.           

Multidimensional Engagement Framework  
(Carman, Dardess, Maurer, Sofaer, Adams, Bechtel & Sweeney, 2013) 
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Chapter 2:  Review of the Literature 

2.1  Literature Review – Pre-scoping review 

 The concept of patient engagement in safety was reviewed from existing 

literature.  First, it was important to broadly consider the topic of patient safety in 

healthcare – how it has evolved and current priorities.  This provides the context for 

understanding the inspiration of patient involvement in safety.  The section on “Patient 

Safety: The Mantra for the 21st Century” was prepared, in part, for a philosophical paper 

on patient safety (Duhn, 2010) and updated to give a general sense of the historical 

landscape.  This foundation provided the launching point from which to proceed to the 

specific focus of patient involvement in patient safety.              

 To understand patient engagement in patient safety, it was important to have the 

broadest review of what is known about patients’ and families’ experiences and 

perspectives about patient safety in its broadest definition, and any associated behaviours.  

The section on “Patient Safety Perspectives: Patients and Their Families” has been 

updated from a previously unpublished paper (Duhn, 2011), and was prepared based on 

the following search strategy as a pre-scoping review prior to the initiation of Phase 1 of 

this study.         

2.1.1  Literature review methods.  To obtain the relevant literature, two 

databases were searched (Medline 1996 – 09/2011; CINAHL 1981 – 09/2011) targeted 

on patient perspectives about patient safety (see Appendix B).  The search process 

included keyword searches and bibliography searches that involved a search of the 

reference lists of articles.  The grey literature was also searched by reviewing the 

websites of national and international healthcare and patient safety organizations.                
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2.2  Patient Safety: Mantra for the 21st Century 

 As the 21st century unfolds, those engaged in advancing healthcare have arguably 

been intently focused on patient safety.  Now more than ever, media headlines, hospital 

websites, professional associations, accrediting bodies and research funding 

organizations, prominently feature stories and reports of patient safety challenges, with 

encouragement to monitor, test and evaluate strategies to mitigate and/or prevent adverse 

outcomes.  Ironically the delivery of healthcare, despite its very nature to treat and heal, 

can be harmful.  Healthcare, across the continuum, is provided by humans and as such, 

susceptible to human fallibility.  Human failures, independently or in combination with 

complex healthcare system processes embedded in frenetic environments, are more likely 

to lead to healthcare error.  While a number of these factors and “efforts to improve 

quality and safety are as old as healthcare” (Canadian Institute of Health Information, 

2009, p.86), key influences have propelled safety to the forefront in healthcare today.       

2.2.1  The advent of a patient safety movement.  The concentration on safety 

evolved in the 1990’s; and while one can posit that the issues were always present, it is 

certainly clear that greater public acknowledgement and consciousness of its scope and 

significance was growing.  Studies from the United States (US) outlined that 3.7% of 

patients suffered injuries caused by medical treatment (Leape et al., 1991) and adverse 

drug events or potential adverse drug events occurred in 7.3% of admissions (Leape et 

al., 1995).  The proliferation of similar results culminated in the formation of the Institute 

of Medicine Quality of Health Care in America Committee in 1998 and its subsequent 

report, To Err is Human: Building a Safer Health System, in an effort to advance a 

country-wide initiative about error reduction in healthcare and safety promotion (Kohn, 
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Corrigan, & Donaldson (Eds.) and the Committee on Quality of Health Care in America, 

Institute of Medicine, 2000).  This was a fundamental step in prioritizing patient safety in 

healthcare.     

 In Canada, equally troubling healthcare errors were identified, including the 1992 

case of four-year-old Courtney Braund who, ultimately cured of her cancer, died as a 

result of an inadvertent intrathecal dose of Vincristine (Baker & Norton, 2001).  While 

rigorous formal Canadian data were non-existent at that time, experts hypothesized that 

the medical errors were more frequent than realized and that the system’s vulnerability 

was most likely similar to that of others, notably the US, and Australia where adverse 

event rates were reported in approximately 16% of hospitalized patients (Baker & 

Norton, 2001).  In 2001, the Royal College of Physicians and Surgeons of Canada held a 

forum to explore the issues of adverse events in patient care settings, out of which a 

National Steering Committee was formed with a mandate to make recommendations for 

assuring the safety of the Canadian healthcare systems (National Steering Committee on 

Patient Safety, 2002).  Their recommendations included the creation of a Canadian 

Patient Safety Institute (CPSI) to serve as a facilitation body in moving forward a 

national patient safety strategy (National Steering Committee on Patient Safety, 2002).  

The criticality of patient safety was also profiled in Commissioner Roy Romanow’s 2002 

federal report, “Building on Values: The Future of Health Care in Canada”.  

Romanow’s report encouraged improvements in the safety of the healthcare system 

including the establishment of a Health Council of Canada to allow for collaboration 

among the provinces/territories and the federal government, with a focus on the 
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articulation of a national framework for measuring and assessing safety in healthcare 

(Romanow, 2002).    

In 2004, a landmark Canadian study was published about adverse events as an 

indicator of patient safety and defined as unintended injury or complication caused by 

healthcare management (Baker et al., 2004).  The findings revealed rates comparable to 

other countries with adverse events occurring in 7.5% of hospital admissions and re-

affirming the necessity of the safety agenda (Baker et al., 2004).  A 2005 report from the 

Health Council of Canada also appealed for the urgent need to address patient safety 

issues in Canada, making the poignant statement that lives can be saved.  More recently, 

the Canadian Institute of Health Information reported increased quality, including 

decreases in ventilator-assisted pneumonia and central line blood stream infections, but 

determined that much remains to be done (2009).                                     

 Health services accrediting organizations that provide external peer review to 

assess the quality of services based on established standards, have also championed the 

patient safety movement.  In the United States, The Joint Commission is the healthcare 

accrediting body for healthcare organizations and programs, and its website provides the 

public access to statistics of the nature and frequency of adverse events (The Joint 

Commission, 2010).  In Canada, Accreditation Canada (2010) has heightened its 

emphasis on patient/client safety and minimizing risk, mandating that organizations 

fulfill thirty-five Required Organizational  Practices (ROPs) categorized within six broad 

themes (Safety Culture, Communication, Medication Use, Worklife/Workforce, Infection 

Control, & Risk Assessment).  One of the ROPs outlines that “the team informs and 

educates clients and families in writing and verbally about the client and family’s role in 
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promoting safety” (Accreditation Canada, 2011, p. 8).  Most recently, their 2012-2014 

Patient Safety Strategy includes, as a key action, advancing program requirements 

through an increased focus on client-centred care and involvement (Accreditation 

Canada, 2012b).  Overall, for healthcare settings to receive certification as an accredited 

facility, they must be attuned to the risks inherent in the process of healthcare service 

delivery and strive to maximize safety.   

 Leaders of professional associations have also taken a strong stance on the issue 

of patient safety.  Notably, representatives of the Canadian Nurses Association have 

stressed the importance of safety to nurses whose surveillance of patients is 24 hours, 

seven days a week.  They have been relentless in raising awareness about issues such as 

inadequate staffing levels, unsatisfactory work environments, poor team communication, 

and cultures of blame in environments where the individual is singled out and blamed for 

the adverse occurrence – all of which can adversely affect patient care and create risk 

(Canadian Nurses Association, 2004; 2009).         

Collectively, these studies, reports and initiatives have focused the drive toward 

patient safety.  From a global perspective, leaders in the World Health Organization 

(2010) raised the issue of patient safety by the creation of the first-ever World Alliance 

for Patient Safety - a forum whose efforts are underscored by the value ‘First do no 

harm’.  In recognition of safety as a serious global public health issue, particularly with 

statistics of 1 in 10 patients harmed while receiving hospital care in developed countries 

with notably higher rates in developing countries, the need to improve patient safety is 

paramount (World Health Organization, 2010).  As such, the emergence of the patient 

safety movement is, without question, now fully launched in the 21st century.            
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2.3  Patient Safety Perspectives: Patients and Their Families 

 Amid the discourse on patient safety, there has been growing interest and 

appreciation of the importance of understanding the perspectives of patients and their 

families.  Unlike providers, administrators or policy-makers, patients and families are in a 

unique position of being able to see, hear and experience healthcare.  The current 

literature provides evidence of patient perspectives about healthcare safety, specifically 

patient reports of medical error, central components of safety, and views on their active 

involvement in safety processes.                                                            

2.3.1  Patient experiences.  In exploring the issue of safety through the 

perspectives of patients and their families, one can gain insight by considering their views 

on the occurrence of error and harm in healthcare as experienced by them personally or 

by a friend or family member.  Recent Canadian surveys indicate the prevalence of error 

in healthcare as reported by members of the public (Canadian Institute for Health 

Information, 2004; Health Care in Canada Survey Partnership, 2007; Vanderheyden et 

al., 2005).  Twenty-four to thirty-seven percent of Canadians reported that they, or a 

family member, had experienced an adverse event (Canadian Institute for Health 

Information, 2004; Vanderheyden et al., 2005), while 19% of 1,223 individuals surveyed 

in 2007 reported an adverse event in the previous two years (Health Care in Canada 

Survey Partnership, 2007).  The frequency of medical mistakes* among sicker adults has 

been reported at 14-15%, with occurrence in hospital ranging from 17-39% (The 

Commonwealth Fund, 2005**; 2008**).  In accounting for primary care experiences, 19% 

                                                           
* They use the term “medical mistake” to mean “a mistake made by a doctor, nurse, hospital or health care 
professionals” (p. 13, 2008). 
** Comparative surveys across several countries with Canadian data extrapolated.   
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of 1,410 Canadians reported that they had left their doctor’s office without getting 

important questions answered and 12% were given incorrect test results or had 

experienced delays in being notified about abnormal test results (The Commonwealth 

Fund, 2004**).  The Commonwealth Fund’s 2008 International Health Policy Survey of 

chronically ill patients in eight countries included data on self-reported medication errors, 

and of 717 respondents, 570 (79%) errors occurred in the community setting and 147 

(21%) in the hospital setting (Sears, Scobie, & MacKinnon, 2012).  In 2006, the belief 

among 60% of 1,004 Canadians surveyed that they are somewhat or extremely likely to 

experience a serious medical error while in hospital is troubling (Health Care in Canada 

Survey Partnership, 2006).  A recent news report, with data from the 2016 Canadian 

Healthcare Worry Index, indicated six out of ten Canadians fear they could be harmed by 

a healthcare error (e.g. wrong medication; wrong site surgery) and seven out of ten 

Canadians worry about hospital-acquired infections (CTV News, June 6, 2016).       

 The pervasiveness of medical error as reported by the Canadian public is also 

reported in the international literature.  Much of the evidence is from the United States 

(Adams & Boscarino, 2004; Burroughs et al., 2005; Burroughs et al., 2007; Hibbard, 

Peters, Slovic, & Tusler, 2005; Nau & Erickson, 2005; National Patient Safety 

Foundation at the AMA, 1997; The Kaiser Family Foundation and Agency for Health 

Care Research and Quality, 2000), as well as Switzerland (Agoritsas, Bovier, & Perneger, 

2005; Schwappach, 2008; Schwappach & Wernli, 2010a) and Australia (Evans, Berry,  

                                                                                                                                                                             
* They use the term “medical mistake” to mean “a mistake made by a doctor, nurse, hospital or health care 
professionals” (p. 13, 2008). 
** Comparative surveys across several countries with Canadian data extrapolated.   
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Smith, & Esterman, 2006).  The experiences are across the healthcare continuum, as  

noted in a survey of 1,513 adults in the United States, where 42% were involved in a 

medical error either personally or through a relative or friend, with 48% noting it 

occurred in a hospital, 22% in a doctor’s office and 3% at home (National Patient Safety 

Foundation at the AMA, 1997).  Notably, medication management and distribution errors 

seem most prevalent in a number of settings (Burroughs et al., 2007; National Patient 

Safety Foundation at the AMA, 1997; Nau & Erickson, 2005; Schwappach & Wernli, 

2010a; Vanderheyden et al., 2005), though it could be that these are more easily 

monitored.             

 Direct comparison of rates between studies is complex and must be viewed with 

caution.  Timeframes are not always explicit and vary, as example, between ever having 

experienced an error to the previous 2-5 years.  Most importantly, the definition of harm 

can vary, from being easily identified with set parameters to asking if anything untoward 

happened in their care.  However, despite not being able to report a confirmed, absolute 

rate, the frequency with which patients and their families experience a form of unsafe 

care is undeniable and, I would offer, unacceptable.             

2.3.2  Patient safety conceptualized.  The meaning of patient safety and the 

factors involved in feeling safe while receiving healthcare as described by patients and 

their families is important.  Twenty-two studies were reviewed that included viewpoints 

and factors perceived as part of and/or important to ensuring safety, with the following 

themes most often noted: 1) communication; 2) trusting others; 3) being trusted, seen and 

valued; 4) provider presence; and 5) reporting of adverse events.   
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 2.3.2.1  Communication.  In seventeen of 22 studies, patients and/or their 

families specifically alluded to communication as a vital part of patient safety (Bernstein, 

Potvin, & Martin, 2004; Burroughs et al., 2007; Dowell et al., 2005; Elder, Jacobson, 

Zink, & Hasse, 2005; Entwistle et al., 2010; Hupcey, 2000; Kuzel et al., 2004; Mazor, 

Goff, Dodd, Velten, & Walsh, 2010; National Patient Safety Foundation at the AMA, 

1997; Rathert, Brandt, & Williams, 2011a; Saxton et al., 2001; Saxton et al., 2006; 

Schwappach, 2008; Schwappach & Wernli, 2010a; Vanderheyden et al., 2005; Weingart 

et al., 2007; Wolosin, Vercler, & Matthews, 2006).  Sixteen studies used qualitative or a 

mix of quantitative and qualitative approaches, typically involving focus groups or 

personal interviews; participant views on this theme were common across primary care, 

ambulatory, hospital, and home settings.  In a Canadian telephone survey of 1,500 adults, 

respondents perceived that communication was associated with preventable medical 

errors (Vanderheyden et al., 2005).  In all three of the primary care studies, problems 

were linked to miscommunication and/or a lack in communication of test results (Dowell 

et al., 2005; Elder et al., 2005; Kuzel et al., 2004).  In a mixed method survey of 193 

adults receiving treatment in an oncology outpatient centre, descriptions of what patients 

perceived as unsafe care included poor communication and lack of and/or inconsistent 

information (Weingart et al., 2007).  Hospitalized critically ill patients felt safer if they 

knew and understood what was happening to them and had their health information 

provided to them (Hupcey, 2000), while patients prior to brain surgery for a tumor 

indicated that discussion of ‘error’ was important and in some ways allayed fears 

(Bernstein et al., 2004).  Notably, though not conducted as a study, 25 Canadian Patient 

Safety Champions shared their stories of adverse events, emphasizing the critical 
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importance of providers to listen and communicate with families at all stages (Burns, 

2008).  Similarly, in describing themes from documentary interviews with patients also 

affected by medical error, Delbanco and Bell (2007) re-iterated patients’ perceived 

importance of honest, direct and compassionate communication as a way of healing and 

moving forward.  Effective communication between practitioners was also seen as an 

important part of this process (Rathert et al., 2011a; Vanderheyden et al., 2005).         

2.3.2.2  Trusting.  The concept of trust in the healthcare system and providers was 

also a common theme related to patient safety as perceived by patients and families 

(Bernstein et al., 2004; Elder et al., 2005; Hupcey, 2000; Mazor et al., 2010; Pandhi, 

Schumacher, Flynn, & Smith, 2008; Rathert, Huddleston, & Pak, 2011b; Walrath & 

Rose, 2008).  Primarily through use of qualitative approaches, patients revealed the 

notion of how trust is interwoven with safety.  The overwhelming need of ‘safety’ in ill 

hospitalized patients was tempered by the knowledge of being able to trust staff (Hupcey, 

2000).  In a sample of over 6,000 adults, those who trusted their physician and preferred 

involvement in decision-making were less likely to feel safe if care was disrupted and 

they had to see another practitioner (Pandhi et al., 2008).  A group of 30 ambulatory 

patients receiving chemotherapy treatment recognized their own limitations in safety 

prevention, including deficits in knowledge, and therefore had to trust the providers 

(Schwappach & Wernli, 2010a).  Some parents, who believed their children had 

experienced a medical error, expressed regret at having trusted a healthcare professional 

(Mazor et al., 2010).                       

2.3.2.3  Being trusted, seen and valued.  Patients and their families view being 

trusted for their knowledge, respected and valued for their contribution as integral to safe 
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patient care across hospital, outpatient and home settings (Agoritsas et al., 2005; Buetow, 

Henshaw, Bryant, & O’Sullivan, 2010; Dowell et al., 2005; Mazor et al., 2010; Saxton et 

al., 2001; Saxton et al., 2006; Swahnberg, Wijma, Hearn, Thapar-Bjorkert, & Bertero, 

2009).  Approximately 24% of discharged hospital patients reported at least one 

interpersonal problem defined as one of the following:  practitioners neglect of 

information provided by patients; not being respected; and, feeling rejected by the 

healthcare team (Agoritsas et al., 2005).  The reports of patients’ experiences in primary 

care echoed the related theme of difficulties in interpersonal relationships with providers, 

particularly noting disrespect and insensitivity (Kuzel et al., 2004).  In a qualitative study 

of thirteen men who reported abuse within healthcare services (Swahnberg et al., 2009), 

being ignored, distrusted and not believed was viewed as a form of emotional abuse that 

affected their health.  Similarly, Saxton and colleagues (2006) described interviews with 

disabled men who experienced abuse from personal assistants at home where neglect and 

inattention were noted.  A study of 20 individuals with Parkinson’s disease (or someone 

who spoke on their behalf – partner, wife, husband, daughter) and their experiences of 

medication errors most poignantly captures the lack of respect of patients’ knowledge 

related to their medication management and the de-valuing of their insights – the cost of 

which can jeopardize a patient’s safety (Buetow et al., 2010).  One study participant is 

quoted as saying, “they [staff] did not like being corrected, any of them…I felt that they 

[staff] would have been happier if I had not been there and chased them up on 

[medication] times” (p. 3).                   

2.3.2.4  Presence.  The idea of staff presence as part of patient safety was 

described in three qualitative (Hupcey, 2000; Mazor et al., 2010; Rathert et al., 2011a) 
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and one quantitative study (Vanderheyden et al., 2005) and typically focused on the 

hospital setting.  Thirty-nine patients and family members of a patient with a recent 

hospital stay, described providers lack of ‘checking’ on them as a safety issue, with staff 

apologies about limited staffing only heightening their fears (Rathert et al., 2011a).  

Patients reported feeling safer if they knew staff were watching over them (Hupcey, 

2000), and believed errors were linked with reduced monitoring of patients (Mazor et al., 

2010; Vanderheyden et al., 2005).                   

2.3.2.5  Reporting adverse events.  In reviewing the descriptions of patients’ 

conceptualizations of patient safety, a final theme emerged about their perspectives on 

reporting these incidents, and although responses were mixed there was a trend toward 

reluctance to act (Entwistle et al., 2010; Hurst, 2001; Mazor et al., 2010; National Patient 

Safety Foundation at the AMA, 1997; Saxton et al., 2001; Saxton et al., 2006; 

Schwappach, 2008; Swahnberg et al., 2009; Weingart et al., 2007).  In a national survey 

conducted in the United States, 95% of respondents believed they would report a 

healthcare error, and 71% felt “very or somewhat confident” that the situation would be 

resolved if communicated to the site where the mistake occurred (e.g. hospital 

administrator) (National Patient Safety Foundation at the AMA, 1997).  Of the 60% of 

parents who reported a perceived error in their child’s care, reasons for disclosing them 

included hoping to ensure it did not happen again (Mazor et al., 2010).  Eighty-eight 

percent of adult oncology outpatients agreed that they had brought an unsafe experience 

to someone’s attention (Weingart et al., 2007).  Where there was no reporting or an 

ambivalence to do so, in hospital (Hurst, 2001; Schwappach, 2008), home setting (Saxton 

et al., 2001; Saxton et al., 2006) or health services in general (Swahnberg et al., 2009), 
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reasons included not wanting to appear as a troublemaker or problem client to the belief 

that nothing could be done or that would make a difference.  A critical ethnographic 

study of the experiences of 12 mothers of hospitalized premature newborns highlighted 

their trepidation in voicing concerns for fear of placing their infant in even greater 

vulnerability (Hurst, 2001).  I acknowledge that I did not review studies to discern if 

cultural differences in reporting was a factor, though this was not emphasized by authors.                

2.3.3  Patients as partners in safety.  The involvement of patients as active 

participants in error prevention and promotion of safety has gained momentum in the last 

several years particularly with the launch of the World Health Organization’s Patients for 

Patient Safety program which includes a network in Canada (World Health Organization, 

2011).  These partnerships, including others such as Consumers Advancing Patient Safety 

(2011) and Partnership for Patient Safety (2011) in the US, aim to promote and advocate 

for the voice of patients in the safety movement.  As such, it becomes increasingly 

important to examine what patients and families perceive as their role when considering 

the issue of patient safety.                

  2.3.3.1  Views on involvement.  A limited number of investigators have studied 

what individuals believe about participating in patient safety (Davis, Koutantji, & 

Vincent, 2008; Davis, Sevdalis, & Vincent, 2011; Hibbard et al., 2005; Marella, Finley, 

Thomas, & Clarke, 2007; Rathert et al., 2011b; Schwappach & Wernli, 2010a; Spath, 

2008; Waterman, Gallagher, Garbutt, Waterman, Fraser, & Burroughs, 2006).  In a study 

of 2,078 randomly selected discharged adult patients from 11 Midwest hospitals in the 

US, 91% agreed that patients could help prevent errors (Waterman et al., 2006).  The 

finding from a systematic review of generally favourable attitudes among patients to 
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participate in safety strategies (Schwappach, 2010) is supported by others, notably 

opinions from patients who cite the importance of partnership and shared responsibility 

(Goeltz & Hatlie, 2004; Hovey et al., 2010; Spath, 2008).  These overall positive attitudes 

however, are qualified by several factors.  First, patients are less willing to participate in 

challenging healthcare providers’ behaviours, such as asking staff if they have washed 

their hands.  Rather patients preference is for more traditional, fact-gathering approaches 

that are perceived as less confrontational (Davis, Jacklin, Sevdalis, & Vincent, 2007; 

Davis et al., 2011; Marella et al., 2007; Schwappach, 2010).  Similar results were 

reported in a study of 491 older adults who believed their role in safety was to passively 

follow instructions (Rathert et al., 2011b).  Perception of self-efficacy and belief in the 

effectiveness of a particular strategy appear to influence the likelihood of an individual’s 

action (Hibbard et al., 2005).  Secondly, healthcare providers’ encouragement appears to 

favourably influence patients’ reported willingness to engage in certain safety-related 

behaviours (Davis et al., 2007; Davis et al., 2011; Schwappach, 2010) which mirrors 

patient participation in general (Longtin et al., 2010).  Additionally, though credible 

evidence is lacking, it is not well understood whether the setting influences an 

individual’s perception of the role they can or should play, varying, as example, from 

primary to tertiary settings (Davis et al., 2007; Rathert et al., 2011b).                    

2.3.3.2  Taking action.  It is particularly revealing to review the literature on 

patients’ actual safety actions.  A number of studies detail patients’ strategies to protect 

themselves, often undetected by healthcare providers (Schwappach, 2008).  Taking a 

family member or friend to a healthcare appointment was frequently reported across 

primary and ambulatory settings and included having them act as an advocate (Dowell et 
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al., 2005; Elder et al., 2005; The Kaiser Family Foundation, 2008).  Protecting oneself 

was expressed by giving more information to the physician in primary care settings 

(Elder et al., 2005), questioning the name of an unfamiliar medication or a change in its 

color while in hospital (Walrath & Rose, 2008), and considering their own sense of 

involvement and responsibility in home settings (Saxton, 2001).  Mothers’ sense of 

vigilance over their hospitalized children and the efforts taken to “…successfully 

safeguard” (Hurst, 2001, p.48) them is poignantly described (Rathert et al., 2011a, 

2011b).  A review by Johnstone and Kanitsaki (2008) outlines the vigilance undertaken 

by family members of patients of minority cultural and language backgrounds.  Finally, 

reports of patients’ involvement in ameliorating errors lend a strong argument for their 

safety involvement (Jeffs, Affonso, & MacMillan, 2008; Parnes et al., 2007; Schwappach 

& Wernli, 2010a; Unruh & Pratt, 2006; Weingart et al., 2007).       

2.3.3.3  Patient engagement intervention studies to-date.  Generally, the most 

prominent strategy to engage patients in healthcare safety have, for the most part, taken 

the form of patient ‘tips’ or advisories.  In recent years, provincially, nationally, and 

internationally, there have been a range of patient safety recommendations.  In Ontario, 

the Ontario Hospital Association’s (OHA) current Your Health Care: Be Involved 

campaign (2006) includes patient brochures with five safety tips to engage patients in 

ensuring their safe care.  In other provinces, similar strategies are in place, such as 

Manitoba’s campaign It’s Safe to Ask (2011), which is based on one of many advisories 

developed in the United States (US) – the National Patient Safety Foundation’s Ask Me 3 

(2012).  Nationally, the Canadian Patient Safety Institute (CPSI) also created tips for 
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patients and families when receiving healthcare, grounded in the premise of ask, listen, 

and talk (2010).    

There is evidence that some patient advisories have been created with input from 

patients such as CPSI’s Tips for Patients and Families (K. Horon, Senior 

Communications Officer, CPSI, personal communication, May 03, 2012).  This is not 

true however of all recommendations (Entwistle, Mello, & Brennan, 2005).  A review of 

five selected US advisories found that there was not only a lack of patients’ perspectives 

during the development, but a lack of evaluation of their content, context of use, and 

overall influence on healthcare error and harm; the authors concluded with a strong 

recommendation for the “…need for investigations of patients’ interpretations of and 

responses to the advisories currently in circulation” (Entwistle et al., 2005, p. 493).  

Weingart and colleagues (2009) issued a similar message in their review of 160 safety 

recommendations from 26 US organizations, noting that there was little overlap between 

the numerous tips, and that evidence-based recommendations identifying the greatest 

benefit and probability of patient adherence are needed.  There is limited evaluation of 

Canadian advisories, including no formal evaluation of CPSI’s Tips for Families and 

Patients (I., Popescu, Project Manager, CPSI, May 10, 2012).  I could only find one 

Canadian published evaluation that has been completed on the OHA’s patient safety tips 

initiative (Kutty & Weil, 2006).  The evaluation, completed 10 months post-

implementation, revealed that only 17% of patients surveyed were aware of the campaign 

(21/124), limiting the ability to draw conclusions about patients’ uptake of the 

recommendations and their effectiveness.                                   
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2.3.3.4  Provider perspectives on patient involvement in safety.  The views of 

healthcare providers on patient and family involvement in patient safety is an important 

variable in determining effectiveness, and this may vary across clinical settings 

(Koutantji, Davis, Vincent, & Coulter, 2005).  Despite limited evidence, I offer that based 

on what is known, providers’ perspectives about patients’ involvement in safety is similar 

to the evidence from patients in the sense that it is mixed, with qualifications.  In 

addition, patients also perceive staff as having mixed reactions about patients’ 

involvement in safety (Entwistle et al., 2010).   

There is some indication that patient engagement in safety specifically is viewed 

favourably by providers (Durbin et al., 2006; Mattison, 2008; Schwappach, 

Hochreutener, & Wernli, 2010).  In a study examining nurses’ perceptions of patient 

involvement in chemotherapy error prevention, participants expressed positive views 

about patient involvement and patients who intervened to intercept errors (Schwappach et 

al., 2010).  Engagement was believed to be compatible with trusting relationships and 

was not seen as relieving nurses of responsibility but rather as complementary.  

Perceptions of barriers to patient involvement included time constraints and 

organizational processes that prevented education of patients, in addition to the 

acknowledgement that patient willingness and abilities vary.  Additional favourable 

support is seen in a study of providers working primarily in outpatient or acute care 

settings, the majority of whom believed that educating patients about their role in 

healthcare is a key part of improving safety (Durbin et al., 2006).  Finally, nursing leaders 

recognize that in the home setting much of the care is provided by family members and 

informal caregivers so their inclusion in safety is vital (Lang et al., 2006).  
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Further insight can be achieved by considering the evidence of provider views of 

patient’s involvement in health generally.  Eighty-five percent of nurses, 81% of doctors, 

and 77% of pharmacists, on a scale from 1 (totally disagree) to 10 (totally agree), scored 

8 or higher indicating that it is the responsibility of individuals to work in partnership 

with healthcare providers and participate in managing their health care (Health Care in 

Canada Survey Partnership, 2006).  In a related synthesis of 12 UK research projects on 

patient and public involvement in health, healthcare providers were generally positive 

about patient involvement perceiving it as a rewarding process for themselves and 

patients, though moderated by resistance of some in giving up perceived control (Farrell, 

2004).  Similar resistance was reported in a qualitative study of nurses’ and patients’ 

views of partnership in hospital care; the majority of nurses were unwilling to share 

decision-making (Henderson, 2003).  The nurses, believing that they knew best and that 

patients lacked medical knowledge, acted in ways to control the involvement of patients.  

The nurses avoided lengthy, information-sharing conversations citing time constraints, 

though even when time was not a factor, closed-ended questions continued to be used and 

was suggestive of a fear of a perceived loss of control and power (Henderson, 2003).   

Viewed through a different perspective, of 831 randomly selected physicians in 

the United States, 58% believed “patients were very often or somewhat often at least 

partially responsible for errors made in their care” (Blendon et al., 2002, p.1936). Of 

1,207 members of the public who completed the same survey, 59% responded in the 

same way (Blendon et al., 2002).  Notably the questions focused on inpatient errors and 

no explanation is provided as to why physicians and consumers hold these beliefs.  Davis 
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and colleagues (2007) argue that, given these perspectives, one could infer providers [and 

consumers] must then believe that patients should play a role in error prevention.          

2.4  Summary of Literature Review 

 There are some patients who believe they should have and want a role, to some 

degree, in promoting their safety, which is in keeping with the perspectives of healthcare 

policy-makers and administrators, however it is not universal.  Additionally, there are 

gaps and inconsistencies in the literature, which includes how safety is perceived by 

patients depending on the settings and across populations, the actual (versus anticipated) 

actions patients feel most comfortable in performing and the effect of these actions.  

Further, despite numerous advisories for patients of their role in safety, there is little to no 

evidence of evaluation of these strategies, both the patients’ opinions of their value and 

adherence to them.  If there is a recommendation that patients play a role in promoting 

their safety as policy-makers have suggested, more substantial evidence is needed to 

determine the most appropriate and beneficial strategies for their involvement that is 

based on patient and family insights, not provider-driven.  Given the importance of 

considering all strategies in an effort to reduce harmful incidents, as well as the 

importance of being patient- and family-centred, the rationale to explore patient and 

family involvement in safety is justifiable and necessary.                         

2.5  Purpose and Objectives 

 The overall purpose of this multi-study was to advance our knowledge about 

patient and family involvement in promoting healthcare safety.  Specifically, the 

purposes of each phase are as follows.  The purpose of the first phase of this study was 

completion of a scoping review of published and unpublished literature examining 
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patients’ and families’ attitudes about the patient/family role in healthcare safety, as well 

as their reported behaviours in support of their safe care.  This was a necessary 

component given my skepticism that Accreditation Canada’s ROP was not based on a 

comprehensive, critical review of all the evidence.  The purpose of the second phase of 

the study was to gain insight into the perspectives of patients about their knowledge, 

comfort level and behaviours in promoting their safety while receiving healthcare in a 

Canadian hospital.   
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Chapter 3:  Phase 1 – Scoping Review of Patients’ and Family Members’ Attitudes 

about Their Role, and Behaviours to Ensure Safe Care    

3.1  Methods  

The interest in patient safety has evolved considerably over the last number of 

years, and that has included consideration of different approaches to harm reduction.  

Patient partnership and involvement in ensuring their safe care has been one strategy.     

This scoping review was conducted to understand the breadth and depth of published (i.e. 

peer-reviewed) and unpublished literature (e.g. government or organizational documents, 

or unpublished theses) about patients’ engagement in safe care.  The intention of the 

review was to gather as much relevant literature about patients’ attitudes toward having a 

role in preventing harm, as well as any safety behaviours they independently engage in or 

at the invitation of researchers or providers.  The benefit of having this broad perspective 

of the work that is occurring about this topic, is not only to learn from the findings, and 

the patterns of research interest, but as well to enable the planning for future activities.   

The term ‘patient safety’ is one familiar to healthcare providers, policy-makers, 

administrators and researchers, however it is not necessarily defined or known in the 

same way to patients and family members.  This scoping review was conducted using the 

search term ‘patient safety’, but other iterations were also considered for this reason.  

Additionally, the literature review that was completed in preparation to conduct this 

multi-phase study, was informative in identifying that researchers investigate components 

of safety (e.g. handwashing), therefore these elements were part of the search strategy.  It 

was also recognized that a person’s attitude about something does not necessarily 

translate to their corresponding actions.  As such, literature about hypothetical patient  
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circumstances and actual patient experiences was retrieved.                                        

3.1.1  Overall objective.  The overall objective of Phase 1 was to methodically 

review the literature to determine patients’ and families’ attitudes, beliefs and behaviours 

regarding their active participation and involvement in ensuring their safe care.        

3.1.2  Research questions.  This phase of the doctoral study addressed two broad 

research questions: 

1. What are patients’ and families’ attitudes and beliefs about their participation role 

in ensuring they receive safe care, as described in the published and unpublished 

literature?   

2. What are the behaviours indicative of harm prevention that patients and families 

engage in independently or at the direction of others [researchers; healthcare 

providers], as described in the published and unpublished literature?   

3.1.3  Research design.  A scoping review of the relevant published (peer 

reviewed) and unpublished literature was undertaken to investigate how patients view 

their role in patient safety.  Peters et al. (2015) indicate the appropriateness of a scoping 

review when “a body of literature…exhibits a large, complex or heterogeneous nature not 

amenable to a more precise systematic review” (p.141).  As such, given this evolving 

area of research and interest, it was determined that a scoping review methodology was 

the most appropriate and necessary approach to provide a broad perspective of the depth 

and range of published and unpublished literature on this topic.  A generic methodology 

was taken to scope the literature on this topic.  Scoping reviews are unique in that they 

typically focus on broader topics; often include many different study designs; and do not 
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usually involve an assessment of the quality of studies that are included in the review 

(Arksey & O’Malley, 2005).    

3.1.4  Scoping review study inclusion criteria.  The study inclusion criteria were 

the following:  At the time of the study development, the Joanna Briggs current 

methodology of “P=population, C=concept; C=context” had not been delineated.  I used 

the PICO format (Stone, 2002), which is an acronym for: P=patient/population; 

I=intervention or phenomena of interest; C=comparison (as appropriate); and 

O=outcomes of intervention.      

 3.1.4.1  Types of literature.  This review included systematic reviews, 

quantitative studies (experimental, quasi-experimental, and non-experimental study 

designs), qualitative studies (e.g. phenomenology, grounded theory, ethnography, action 

research), mixed methods studies, scoping reviews, literature reviews, as well as non-peer 

reviewed literature (theses; opinion and discussion papers).  Systematic review protocols 

were also included in order to give perspective on the interest in this topic and anticipated 

future results.  Studies published in abstract form (such as conference proceedings) were 

not included.   

3.1.4.2  Types of participants.  All studies and discussion papers of individuals 

who were patients, had experience with the healthcare system through a family member, 

or had viewpoints regarding the healthcare system as a consumer, were considered.  

There was no age criteria.         

 3.1.4.3  Types of interventions/phenomena of interest.  The phenomena of 

interest was twofold.  Firstly, it was the patients’ and families’ attitudes, opinions and 

beliefs about taking an active role to ensure safe care.  Secondly, it was the patients’ and 
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family members’ behaviours or actions that demonstrated active engagement and 

involvement to prevent harm.  The safety behaviours or actions were either self-

determined, or directed as part of a study intervention.  Patient- and family interactions 

with providers in all types of healthcare settings were considered, and safety in the home 

was excluded.       

 3.1.4.4  Types of outcome measures or anticipated outcomes.  This review 

focused on descriptions or ratings by patients or family members about whether they 

believed they should have an active role and be involved to ensure the safety of their 

care.  Further, it considered evidence of whether patients and family members performed 

requested safety behaviours, or if they demonstrated self-determined strategies, to prevent 

harm while receiving healthcare.                               

3.1.5  Search strategy.  The search strategy process was as follows.  

3.1.5.1  Database searching.  In the search strategy for this scoping review, 

published and unpublished studies and papers, written in English, were considered.  A 

three-step search strategy was used.  An initial limited search of Medline, CINAHL and 

EMBASE was undertaken followed by analysis of the text words contained in the title 

and abstract and the index terms used to describe the article.  A second search using all 

identified keywords and index terms was undertaken across all included databases.  

Thirdly, the reference lists and bibliographies of select reports and articles were searched 

for additional studies, and selections made based on title.  Studies written only as 

abstracts were excluded.  Two separate search strategies for the two research questions 

were conducted given each had a different focus.  It could be argued that literature on the 
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topic of patient safety proliferated in the 1990’s, however a decision was made to include 

all dates as per each database in effort to ensure all-inclusiveness.                                

1. The databases searched included: 
• The Cochrane Library (Issue 4 of 12 April 2016);  
• CINAHL (1981- April 2016); 
• Medline (1946-April 2016); 
• EMBASE (1947-April 2016); 
• Joanna Briggs Institute Evidence-Based Practice (JBI EBP) Database 

(1998-April 2016);  
• Psychinfo (1806-April 2016); 
• AMED (1985-April 2016); and 
• ProQuest Dissertations and Theses Global (1861-April 2016). 
 

2. Table 1 is a listing of the initial keywords used for the first search about patient 

attitudes and beliefs, as well as the second search on patient behaviours.  The 

terms within each column were entered using “OR”, and the full sets of terms in 

each were combined across columns using “AND”.        

 
Table 1 
 
Initial keywords for Scoping Review search strategy  
Initial keywords used for the first search about Patient Attitudes: 
Patients/Family Attitudes Involvement Safety 
patients; 
family; 
siblings; 
parents 

attitude; 
beliefs; 
opinions; 
patient 
perception; 
patient 
perspective; 
values; 
understanding 

patient participation; 
role; consumer 
participation; patient 
involvement; 
contribution to 
healthcare; patient 
advocacy; consumer 
advocacy; advocacy 

safety; patient safety; medical 
errors; safety management; 
adverse events; vigilant    
 

Initial keywords used for the second search about Patient Behaviours: 
Patients/Family Behaviours Safety 
patient; family; 
sibling; parent 

behaviours; self-efficacy; patient 
education; patient empowerment; 
patient participation; consumer 
participation; patient involvement; 
patient engagement; patient advocacy; 
speaking up 

patient safety; healthcare error – 
prevention & control; safety 
management; adverse health care 
event; handwashing; medication 
safety; surgical safety; infection 
control – prevention and control; 
patient handoff; safeguarding   
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3.1.5.2  Non-database searching.  The scoping review also included searching of 

organizational, governmental, and advocacy group websites, as well as communications 

with patient safety experts for relevant reports, policies, procedures, tools, guidelines, 

articles, and texts.  Canadian provincial and national websites, as well as international 

sites with a focus on patient safety (e.g. Institute for Healthcare Information; World 

Health Organization) were searched.  The federal government listing of Canadian (and 

other) patient safety organizations proved a valuable resource of names 

(http://healthycanadians.gc.ca/health-system-systeme-sante/services/quality-

qualite/safety-securite/organizations-organisations-eng.php).  In the searching of 

websites, given their design, it was most effective to search using general terms, such as 

“patient safety” or “patient beliefs on role in safety”, or as based on the provided 

categories and headings.  As well, experts in patient safety offered direction on relevant 

items, including articles, theses and textbooks.  These experts included:  Dr. Christina 

Godfrey, Assistant Professor, School of Nursing, Queen’s University; Dr. Lisa Keeping-

Burke, Assistant Professor, University of New Brunswick; Dr. Jennifer Medves, 

Professor, School of Nursing, Queen’s University; Dr. Neil MacKinnon, Dean & 

Professor, James L. Winkle College of Pharmacy, University of Cincinnati; and Dr. 

Kimberley Sears, Associate Professor, School of Nursing, Queen’s University.      

3.1.6  Procedure.  The Queen’s University Health Sciences and Affiliated 

Teaching Hospitals Research Ethics Board (REB) granted ethics approval for this multi-

phase study, including Phase 1, although not a requirement for scoping reviews (see 

Appendix C for approval letter). 

http://healthycanadians.gc.ca/health-system-systeme-sante/services/quality-qualite/safety-securite/organizations-organisations-eng.php
http://healthycanadians.gc.ca/health-system-systeme-sante/services/quality-qualite/safety-securite/organizations-organisations-eng.php
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3.1.6.1  Assessment of quality.  The primary purpose of this review was to gather 

all available evidence and information to inform how patients and family members feel 

about being an active partner in preventing harm while receiving healthcare.  The purpose 

also included obtaining all evidence and information relevant to how patients and family 

members behave in ways that support their safe care, either as self-determined behaviours 

or as directed by others.  Given the evolving interest in patient safety, and specifically 

patient engagement, a scoping review was determined to be the best approach to achieve 

the study aims, and unlike the requirement for systematic reviews, a quality appraisal of 

the studies was not conducted.    

 3.1.6.2  Data collection and extraction.  For this review, a standard approach was 

used to extract quantitative, qualitative and textual data from the literature about patients’ 

and families’ attitudes and behaviours related to their role in ensuring safe care.  For all 

obtained literature, general items such as, author(s), location of first author, title of 

document, name of organization or association (as relevant), and year of publication, 

were extracted.  The data extracted from systematic reviews (as well as literature 

reviews) included review methodology and review findings.  The data extracted from 

experimental, quasi-experimental, and non-experimental studies included information, 

including specific details about interventions, populations, study methods and outcomes 

of significance to the review questions.  The data extracted from qualitative studies 

included details about the methodology, setting, participants, and narrative descriptions 

of the findings.  The data extracted from unpublished (non-peer reviewed) literature (e.g. 

theses; opinion and discussion papers) included, as relevant, details about interventions, 

populations, study methods, and outcomes of significance to study aims.  For policy or 
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organizational documents, it also included objective(s) and goals, as well as the detailed 

opinions and position statement(s) or initiatives undertaken.                    

3.1.7  Analysis.  The analysis for this phase occurred in several ways.  A 

descriptive approach was taken to determine the quantity of publications by type, author, 

location of author, year of publication, and topic (i.e. attitudes versus behaviours; 

behaviours were further sub-divided into specific categories).  Additionally, the results 

from the obtained literature were examined as a collective for overall themes.  The results 

of this scoping review are presented in narrative form.  It is noted that study designs are 

reported as published by the author(s), and study limitations are not included.       

3.2  Results  

In this scoping review, the search strategy was conducted to obtain all available 

information about patients’ and family members’ attitudes toward being a partner to 

ensure safe care, as well as any safety actions and behaviours they demonstrate 

(independently or as requested by others).  Eight databases were searched twice to find 

information for the two objectives.  Additionally, the websites of 44 organizations (13 

local and provincial organizations; 11 national organizations; and 20 international 

organizations) were searched focusing on the study objectives (see Appendix D: 

Unpublished Literature (excluding theses) Tracking Summary for details on all obtained 

information).  This scoping review includes a final set of 97 individual items:  26 about 

Patient Attitudes and 76 about Patient Behaviours (Note: 5 articles were in both sets 

given their multi-focus).  A PRISMA diagram, as designed by Moher, Liberati, Tetzlaff, 

and Altman (2009), and reflective of the search strategy for this scoping review, is 

presented in Figure 4.   
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Figure 4:  PRISMA diagram. 
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Of the 97 items included in the final set of this scoping review, there were 8 

systematic reviews; 1 scoping review; 4 systematic review or study protocols; 26 

quantitative studies; 14 qualitative studies; 9 mixed methods studies; 6 literature reviews; 

and 29 opinion or discussion papers.  Table 2 is a listing of the number of publications by 

the first author’s location, and Table 3 is the distribution of the publication dates.   

 

Table 2 

Scoping Review Final Set:  By Location of First Author   
Location Number of Publications (n=97) 

United States of America 28 
United Kingdom 25 
Canada 12 
Australia 10 
Switzerland 7 
Denmark 4 
Italy 2 
Taiwan 2 
Czech Republic 1 
Finland 1 
Israel 1 
Norway 1 
Republic of Korea  1 
Sweden 1 
Tokyo 1 

 

Table 3  

Scoping Review Final Set: Publication Date Distribution   
Year of Publication Number of Publications (n=97) 

2015 9 
2014 17 
2013 14 
2012 10 
2011 14 
2010 12 
2009 2 
2008 2 
2007 7 
2006 3 
2005 0 
2004 3 
2003 3 
2002 1 
2001 0 
2000 0 
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3.2.1  Descriptive summary:  Patient attitudes.  Of the 97 items included in the 

final set of the scoping review, 26 related to patient attitudes or feelings about being 

involved to protect themselves when receiving healthcare.  This included three systematic 

reviews, seven quantitative studies, five qualitative studies, one mixed method study, one 

literature review, and nine text and opinion pieces.  The publication dates ranged from the 

years 2004 to 2015 [with the most occurring in: 2014 (n=4); 2013 and 2012 (n=3 each 

year); 2011 (n=6); 2010 (n=4)].  The countries of the first authors of the publications 

were: United States of America (n=9); United Kingdom (n=8); Switzerland (n=4); 

Canada (n=3), Czech Republic (n=1); and Denmark (n=1).       

Of the 26 items related to patient attitudes, three systematic reviews were 

obtained (Doherty & Stavropoulou, 2012; McVeety, Keeping-Burke, Harrison, Godfrey, 

& Ross-White, 2014; Schwappach, 2010).  While the McVeety and colleagues review 

(n=14 qualitative studies) focused more on the patients’ and family members’ 

perspectives having encountered an adverse event, all three addressed patients’ and 

family members’ feelings about safeguarding and beliefs about safety actions.  There was 

overlap in the article set of the three reviews as the Doherty and Stravropoulou (2012) 

review (n=68 studies) contains all except five articles from the Schwappach (2010) 

review (n=21 studies of which 13 related to attitudes and or actual behaviours), as well as 

six from the McVeety et al. (2014) review.  The one literature review (Davis, Jacklin, 

Sevdalis, & Vincent, 2007) also contains some similar articles (n=4) as those in the 

Doherty and Stavropoulou (2012) review.  In the qualitative review by McVeety and 

colleagues, the number of participants ranged from 10 to 172, and included interviews 

(individual and focus group) in the hospital and home setting, as well as part of 
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conference workshops.  The review by Doherty and Stavropoulou (2012), included 

studies that had a range of participants from to 4 to 2,078 patients, and included patients 

who were discharged from a hospital, as well as ambulatory patients.  In the review by 

Schwappach (2010), sample sizes ranged from 72 to 2,078 participants, and included a 

variety of methods including face-to-face interviews, focus groups, and a number of 

mailed or telephone surveys.  The remaining 23 items in this set of 26 were not included 

in these three systematic reviews, but are outlined as follows.                  

In the subset of 26 related to patient attitudes, there were seven quantitative 

studies.  The most common methodology was cross-sectional exploratory studies using a 

survey.  The sample sizes ranged from 50 to 1,053 patients, and included medical 

surgical patients, oncology patients, and community dwelling seniors.        

In the subset of 26 related to patient attitudes, there were five qualitative studies.  

Typically focus groups or interviews were used, and participants included those with a 

recent overnight hospital admission as well as hospitalized oncology patients.  In one 

ethnographic study by Martin, Navne, and Lipczak (2013), observations as well as 

interviews with 25 patients (and providers) were conducted.          

There was one mixed method study in the subset of publications related to patient 

attitudes by Bishop (2012).  In this Canadian study, survey methods as well as focus 

groups were conducted with patients (217 survey responses & 10 in focus groups).      

Nine text and opinion pieces were also included in the subset on patient attitudes.  

These nine items include books, opinion articles and a white paper.  The origin of the 

authors span from the UK, USA, Canada, and Switzerland.  The publications are either 

authored by patients or reflect their stories and narratives using quotes.  Notably, the 
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book by Spath (2008) is focused on the patient’s perspective about safety and includes 

engagement as a necessary component.  Additionally, the National Patient Safety 

Foundation’s Lucian Leape Institute’s Safety is Personal: Partnering with Patients and 

Families for the Safest Care, is a comprehensive document, with arguments supported by 

evidence and inclusive of six detailed patient accounts of their healthcare experiences.  

As well, the Canadian discussion paper written by Patient Destiny [an organization that 

advocates to engage more patients in their care and the associated decision-making 

processes, including greater access to their health information] in collaboration with the 

Toronto Central Local Health Integrated Network (2011), is focused in a similar way in 

that it includes patient narratives and considers the importance of patient involvement.  

See Table 4 for a detailed listing of all the literature included in this subset of 26 on 

patient attitudes and beliefs about having a role to ensure they receive safe care. 
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Table 4 
 
Published and Unpublished Literature: Patient Attitudes (n=26).  Organized by publication year.     

Author(s) & 
Year 

Study Objective(s)   Design Sample Key Findings of Relevance  

Relevant Systematic Reviews 
McVeety, 
Keeping-Burke, 
Harrison, 
Godfrey, & 
Ross-White 
(2014) 
(Canada) 
 

Analyze & 
synthesize evidence 
on perspectives of 
patients/family 
members who 
encountered adverse 
event in healthcare.    

Systematic 
Review 

14 qualitative studies 
included in final 
review. 

Patient/family member perspectives of experiencing an adverse event 
is complex and varied.  Patients/family appreciated apologies from 
providers.  Emotional and psychological consequences were typical 
and could be long-lasting.  Patients express fear of 
reprisal/interference with care if they speak up about an adverse event.  
Patients’ feeling that a problem was unfixable and that they had no 
control over it, leading to no action or giving up.  Patients/families act 
in ways to protect themselves – safeguarding.  Patients described 
needing to advocate and intervene in certain circumstances.     
 

*Doherty & 
Stavropoulou 
(2012) 
(UK) 
 
 

Review evidence of 
factors that enable 
and dissuade 
patients from being 
willing and able to 
participate in error 
prevention. 

Systematic 
Review 

68 studies were 
included overall.  
They included studies 
involving 
investigation of their 
participation or 
patients’ perceptions 
of being involved.  

Data in regard to age, gender, and education were inconclusive as 
consistent predictors regarding patients’ willingness or ability to 
engage.  Cause of inability to participate may be related to illness.  
Generally, those perceiving a risk were more likely to engage.  Self-
efficacy shown to increase willingness to act.  If believed patients’ role 
was to be passive, they were unwilling to engage.  Patients less willing 
and able to engage if poor relationship with clinicians.  Perception of 
staff work pressure seen as barrier to engagement.  They summarise 
the main factors for engaging patients into 4 categories: illness; 
individual cognitive characteristics; the clinician-patient relationship; 
& organizational factors.   

*Schwappach 
(2010) 
(Switzerland) 
 

Review evidence of 
patients’ attitudes 
toward engagement 
in safety & the 
effectiveness of 
strategies to engage 
patients.  

Systematic 
Review 

21 studies were 
included overall. 13 
publications of 11 
unique studies were 
retained for inclusion 
about patients’ 
attitudes.   

General positive attitude toward engagement, but intentions and actual 
behaviours vary. Theory of Planned Behaviour used as conceptual 
framework.  (Note: one article in review is noted as “anonymous”.). 
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Author(s) & 
Year 

Study Objective(s)   Design Sample Key Findings of Relevance  

Additional Publications of Relevance  
Britnell (2015) 
(UK) 

“Patients as 
Partners: 
Renewable Energy” 
(Chapter 31).  In “In 
Search of the 
Perfect Health 
System”.  

Text Not applicable. M. Britnell describes his own personal healthcare journey in his 
chapter on “Patients as Partners”.  Key points that he writes include: 
patients do not report feeling empowered contrary to what leaders of 
healthcare organizations believe; involving patients in system design; 
the benefits of patient empowerment are considerably untapped.  He 
cites the work of Coulter & Ellins (2007) in arguing the benefits to 
improved safety when patients are engaged.     
 

Bartlova, 
Tothova, 
Brabcova, 
Prokesova, & 
Kimmer (2014) 
(Czech 
Republic) 
 
 

Extent to which 
patients are involved 
in decisions 
regarding treatment 
& if they are 
interested in 
ensuring safety 
during 
hospitalization.   
 

Patient opinion  
surveys using 
structured 
interview 
technique 

514 patients who had 
been admitted to 
hospital for a 
minimum of 3 days  

54% of patients positively rated a chance for patients or families to 
discuss safety issues with care.  Many participants were not aware of 
safety aspects of care.  27.5% did not want greater involvement in 
decisions about care.  73.5% stated shyness or fear did not stop them 
from asking nursing staff questions.  18.7% acknowledged feelings of 
apprehension related to challenging a medical decision or behaviour.    

Leuthold  
(2014) 
(Switzerland)   

Patients as partners 
in safety. 

Opinion paper Not applicable. The author notes many patients are confident that they can actively 
participate in helping to prevent adverse events (p.20).  She notes that 
patients are usually the only ones who are always present during the 
course of treatment and care, placing them in a unique positon.  They 
need to learn what kinds of observations are important.  She highlights 
research that indicates believing and acceptance of participation does 
not always translate to action. 

National Patient 
Safety 
Foundation’s 
Lucian Leape 
Institute (2014) 
(USA) 

“Safety is Personal: 
Partnering with 
Patients and 
Families for the 
Safest Care”. 

Opinion/ 
white paper 

Not applicable.  Two roundtables with over 40 individuals from various patient safety 
organizations and advocacy groups. The document includes quotes and 
stories from participants, current initiatives in patient safety and 
patient engagement, and a checklist to help engage patients (with more 
focus on organizational/policy level than direct care specifics). 
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Author(s) & 
Year 

Study Objective(s)   Design Sample Key Findings of Relevance  

Martin, Navne, 
& Lipczak 
(2013) 
(Denmark) 
  

To study practices 
for patient 
involvement in 
patient safety.  

Ethnographic 
study  

Observations from 4 
hospital units and 
interviews with 25 
patients, 11 doctors, 
10 nurses, 4 general 
practitioners, and 2 
gynecologists in 
private practice.  

Patient safety not identified as topic for patients.   Patients associated 
patient safety with the notion of “being in good hands” (p. 839).   
Patients did not necessarily identify actions as safety-related actions.  
Patients expressed willingness to engage but difficulty was identified 
as to how this was operationalized.  Many saw patients’ role and 
responsibility - depending on capability and health - to get well, but 
noted safety as healthcare provider responsibility. Barriers included 
knowledge deficit related to safety, and concern of negative impact on 
clinician relationship.  
 
 

**Pinto, 
Vincent, Darzi, 
& Davis (2013) 
(UK) 
 
 
 

Patient attitudes 
toward ‘Participate, 
Inform, Notice, 
Know (PINK)’ 
video on patient 
involvement in 
safety.  

Qualitative semi-
structure 
interviews 

36 inpatients Video viewed favourably: raises awareness about involvement.  
However, some patients did not perceive the video as an effective 
error-prevention strategy primarily due to the fact that they believed 
errors were made based on factors beyond their control.  Divided 
opinion on activities such as asking providers about handwashing.  
Most indicated they would notify a provider if something was wrong 
with their care even before the video.  Some patients worried it would 
shift responsibility to the patient.    
 
 

Walters (2013) 
(USA) 
 

Explore perceptions 
of hospitalized 
oncology patients 
about their 
involvement in their 
care as a patient 
safety strategy.  

Qualitative study 
– semi-structured 
interviews 
(grounded theory 
methods used to 
analyze) 

13 hospitalized 
patients 

3 themes: safety is a shared responsibility; the word ‘patient’ confuses 
the message (‘safety’ more easily described); & involvement in safety 
is “a right” (not obligation).  Barriers to involvement: participants’ 
illness; concerns about being a burden to providers.  Participants 
expressed positive attitudes toward engaging in safety but intention to 
act depended on nature of behaviour, healthcare providers’ acceptance, 
their knowledge of their condition and behaviour, and visual reminder 
cues in environment.  Health literacy did not seem to account for 
differences in perspectives regarding involvement.     
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Author(s) & 
Year 

Study Objective(s)   Design Sample Key Findings of Relevance  

Bishop (2012) 
(Canada) 
 

Determine the 
relationship between 
perceptions of patient 
safety and likelihood 
of patient participation  
in safety practices 
(factual & challenging 
actions)  

Mixed methods 
(quantitative 
survey methods 
and qualitative 
focus group 
methods) 
  

217 patient & 113 
provider survey 
responses; 10 patients 
participating in focus 
groups (2) & 27 
nurses participating 
in focus groups (4) 
    

Patients more willing to engage in factual safety actions such as asking 
questions of their provider, as opposed to challenging actions such as 
asking a provider about their handwashing.  Perceptions of benefits 
versus barriers, threat, and self-efficacy were found to be determinants 
of patient involvement (factual and challenging actions).  Patients 
expressed the need to have “safeguards” related to their care such as 
having an advocate present or taking notes.  Patients expressed that 
they themselves can help protect themselves. 

Davis, 
Anderson, 
Vincent, Miles, 
& Sevdalis 
(2012) 
(UK) 
 

Examine predictors of 
patients’ intention to 
engage in: reminding 
staff to wash their 
hands, & notifying 
staff if they are not 
wearing hospital ID.  

Cross-sectional 
survey   

80 medical and 
surgical patients 

Patients displayed lower intention to ask staff about handwashing than 
notifying providers of a lack of hospital ID.   Asking about 
handwashing was viewed as a less beneficial safety measure.  Twenty 
of the 80 patients (25%) had prior experience of error (10 patients 
were unsure).  Patients with experience of error had greater intention 
to ask about staff handwashing.   

Coulter (2011) 
(UK) 

“Ensuring Safer 
Care” (Chapter 6).  
In “Engaging 
Patients in 
Healthcare”. 
 

Text  In this chapter, A. Coulter considers ways of ensuring safer care, 
including the patients’ contribution.  While commenting that there 
have been few quality studies about the impact related to their 
involvement, she does cite advocacy work done by patients/carer 
groups, and notes patients’ perspectives/concerns in a progress report 
done for the Department of Health in England (Carruthers and Phillip, 
2006), the authors of which argue that the most successful 
organization in improving safety involve patients.  Building on her 
earlier work (Coulter & Ellins, 2006) she examines in depth ways that 
patients can be involved: “choosing a safe healthcare provider; helping 
to reach an accurate diagnosis; participating in treatment decision-
making; contributing to safe medication use; participating in infection 
control initiatives; checking the accuracy of medical records; 
observing and checking care process; identifying and reporting 
treatment complications and adverse events; practising effective self-
care and monitoring treatments; and providing feedback and advocacy 
to focus attention on safety issues” (p. 110-111).        
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Author(s) & 
Year 

Study Objective(s)   Design Sample Key Findings of Relevance  

Davis, Sevdalis, 
& Vincent 
(2011) 
(UK) 

Patients’ perceived 
willingness to 
participate in safety-
related behaviours, 
and impact of 
providers’ 
encouragement on 
willingness.  

Cross-sectional 
exploratory 
study using 
survey 

80 medical and 
surgical patients 
(note: patients who 
were healthcare 
professionals were 
excluded) 

Willingness to participate was affected by the action required.  For 
some action, whether the patient was interacting with a nurse versus a 
doctor made a difference related to engagement.  Patients less willing 
to engage in challenging behaviours.  Provider encouragement to ask 
challenging questions was suggestive of increasing patients’ 
willingness.  No other consistent findings.    

+Hovey et al. 
(2011) 
(USA) 
 

To reconceptualise 
patient-centred 
healthcare practice 
for enhanced patient 
safety.  

Qualitative 
(“guided by 
philosophical 
hermeneutics” 
(p. 664)  

21 participants who 
were attending the 
Chicago Patient 
Safety Workshop 

One participant spoke of how important it is to feel empowered as a 
patient, and that the knowledge they have is important and valued.  
Another talked about the need to ensure providers do not feel like 
patients are trying to take something away from them.  Another spoke 
of guilt and frustration of not being able to protect her child.     

Patient Destiny 
in collaboration 
with Toronto 
Central LHIN   
(2011) 
(Canada)   

Meeting with 
Patients: Their 
Experiences and 
Perspectives.    

Discussion paper 
with quotes from 
6 patients 

 Six participants agreed to participate for purposes of the report, but 40 
were part of the half day workshop. Report summarizes the findings of 
a Dec 7, 2011, meeting with patients in collaboration with the Toronto, 
Canada, Central Local Health Integrated Network (LHIN).  Patient 
narratives included: “He [doctor] was very ‘put out’ that I wanted to 
see someone else” (p. 5).  “Being involved and engaged has worked 
well for me” (p. 6).  “Providers need to listen to patient – we know 
ourselves best” (p. 6).     

Rathert, Brandt, 
& Williams 
(2011a) 
(USA) 
 

Consumer 
perceptions of 
patient safety.  

Qualitative study 
(using 
interpretive 
analytical 
approach) 

39 with recent 
overnight hospital 
stay participate in 1 
of 4 focus group 
interviews  

Delays or lack of information was aligned with safety as opposed to 
quality.  Agreement that patients need family as advocates, and 
generally believed that if family is present, they may be able to prevent 
a problem.  To feel safe, participants wanted open, timely and accurate 
communication.  Participants asked question about medications.   

Rathert, 
Huddleston, & 
Pak (2011b)  
(USA) 

Patient beliefs about 
their role in safety. 

“Qualitative 
study” (p.134) 
using mailing 
methodology of 
patients who had 
overnight stay in 
past 90 days 

Of 1,040 
respondents, 491 
gave response to 
open-ended question 
regarding patient role 
in safety.  

Most prominent of responses noted that patient’s role is to follow 
instructions of care providers.  Also, patients should ask questions and 
know about their condition and treatment.  Second most frequent 
comment category – patients should expect competent care.  
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Author(s) & 
Year 

Study Objective(s)   Design Sample Key Findings of Relevance  

***Schwappach, 
Frank, 
Koppenberg, 
Muller, & 
Wasserfallen 
(2011) 
(Switzerland) 

Attitudes toward 
and experience with 
safety advisory. 

Cross-sectional 
survey 
(All patients 
admitted to study 
units received 
booklet that 
encourages patient 
in safety through 
vigilance, 
communication & 
cooperation; Takes 
15 minutes to 
read). (Survey 
given at discharge) 

1053 patients; 275 
healthcare workers at 
three hospitals 

75% of patients responding reported to have read the entire booklet.  
95% of patients agreed that hospital should educate patients how to 
prevent errors.  The survey is based on the Theory of Planned 
Behaviour, focusing on their intention to engage (& not whether they 
actually did). Overall, patients had a high level of perceived behavioral 
control & had strong intentions to apply the advice.  More than one 
quarter did notify staff of a potential error.  Of 5 recommended 
actions, the mean scores for acceptance and actual adoption were 6.0, 
and 4.3 respectively (p<0.001) (actual adoption was highest in asking 
staff the purpose of a medication & inform staff the medication they 
usually took).  However, 15% of patients strongly disagreed that 
providers would expect them to apply the recommendations.  Fear of 
negative staff reactions was reported as the main barrier to applying 
the advised actions.   (Notably, the advisory was developed with input 
from patient/relatives focus groups.). 

Cumbler, Wald, 
& Kutner 
(2010) 
(USA) 
 
 
 

Assess hospitalized 
patients knowledge 
of their hospital 
medications & 
attitudes toward 
involvement in 
medication safety 
while hospitalized.  

Cross-sectional 
survey  

50 adult internal 
medicine patients 
(completed list of 
their current  
prescribed 
medications & survey 
of attitude toward 
involvement)   

90% wanted to review their medication list for accuracy and 94% of 
participants felt patient participation and review of hospital 
medications had the potential to reduce errors.  

+Hovey et al. 
(2010) 
(USA & 
Canada) 
 

The of the patient in 
patient safety is 
explored by the 
Calgary Health 
Region’s Patient and 
Family Safety 
Council perspective 
and the Calgary 
Health Region.  

Interpretative 
phenomenology 
approach 

Patient and Family 
Safety Council 
members involved 
(n=4 who acted as 
co-researchers) & 11 
involved in reading & 
providing thoughts 
on two articles about 
involvement. 

Patient comments include that patient involvement is meant to 
complement not replace healthcare provider care.  Another individual 
notes it is really about partnership.  Another person believes if patient 
safety does not begin with and include the patient, an important piece 
is lost.    
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Author(s) & 
Year 

Study Objective(s)   Design Sample Key Findings of Relevance  

Schwappach & 
Wernli  (2010b) 
(Switzerland) 
 
 

Examined patients’ 
attitudes, norms, 
behavioural control, 
and intentions to 
engage in error 
prevention. 

Quantitative, 
cross-sectional 
survey 

479 chemotherapy 
patients r/t drug 
administration safety. 

Patients see the benefit of error monitoring and reporting, though some 
did reject intention to engage in safety.  They anticipate positive 
outcomes related to involvement. Trust in one’s ability was the major 
predictor of intention to monitor safety.  Their beliefs about the 
process of engaging in safety was not viewed as favourably.  The 
authors note that if patients believe interaction with staff is needed for 
error prevention but also believe interaction opportunity is limited, 
intention to engage decreases.    
   

Vincent (2010) 
(UK) 

“Patient 
Involvement in 
Patient Safety” 
(Chapter 15).  In 
“Patient Safety”. 

Text  In his book about Patient Safety, C. Vincent addresses the issue of 
patient engagement in safety.  He provides evidence from studies 
wherein authors examined patients’ beliefs about what they thought 
they would do or were prepared to do, with responses varying based 
on the action required.  He identifies evidence of patients’ ability to 
identify error.  He comments on their role at the bedside and beyond, 
summarizing that it is a complex issue discerning the right role for 
patients in patient safety yet positive results have been seen.     
 

Meyers (2008) 
(USA) 
 
 

Reflections on 
Patient and Family 
Advisors related to 
quality and safety.  

Discussion paper Select patient 
narratives and 
provider opinions. 

The author provides examples of hospitals where patient- and family 
centred care is a philosophy, and where patient advisors are integrated 
into the setting.  Family member story of care is shared. The patient 
‘voice’ is advocated at a direct care to a system level to enhance safety 
& quality.   
 

Spath (2008) 
(USA) 

“Safety from the 
Patient’s Point of 
View” (Chapter 1). 
In “Engaging 
Patients as Safety 
Partners”. 

Text  In her book, P. Spath, together with other authors, discuss the issue of 
patient safety from the patient’s perspective and the patient’s role in 
safety, as well as opportunities and barriers to this engagement.  She 
suggests that “most agree that creating safety partnerships with 
consumers is the right thing to do” (p. xxviii).  Notably, she provides 
some evidence that patients can recognize error and so their 
involvement is of value, but acknowledges that it is important to 
consider the opinions and preferences of patients and families.     
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Author(s) & 
Year 

Study Objective(s)   Design Sample Key Findings of Relevance  

*Davis, Jacklin, 
Sevdalis, & 
Vincent (2007)  
(UK) 
 

Factors affecting the 
participation of the 
patient in safety.    

Literature review Selectively reviewed 
evidence on both 
direct & indirect 
factors (limited detail 
on search process). 

Five categories emerged:  Patient-related (knowledge & beliefs; 
demographic characteristics; emotional experiences & coping styles); 
Illness-related (stage & severity of illness; illness symptoms, treatment 
plan and patients’ health outcomes; other illness-related factors: prior 
experience of illness and/or prior experience of patient safety 
incidents); Health care professional-related (knowledge & beliefs; 
interactions with patients; health care professionals’ professional role); 
Health care setting-related (i.e. primary, secondary, or tertiary); Task-
related factors (e.g. confronting healthcare provider versus keeping 
record of medical history). 
 

Elder, Regan, 
Pallerla, Levin, 
Post, & Cegela 
(2007) 
(USA) 
 
 

Development & 
testing of a survey 
instrument to 
measure seniors’ 
views about patient 
safety tasks.  

Pilot test 143 community 
dwelling seniors. 

A 21-item tool is presented.  Example of statements/questions include:  
I feel comfortable changing doctors if I think my health concerns are 
not being met; How strongly do you believe that teaching yourself 
about your own health problems and medicines will improve your 
overall health?; How confident are you that you could call the 
doctor’s office if you haven’t receive the results of laboratory or X-ray 
tests? How often do you ask your doctors questions about your health 
problems, lab tests and medicines?     
 

Goeltz & Hatlie 
(2004) 
(USA) 

“Trial and Error in 
My Quest to Be a 
Partner in My 
Health Care: A 
Patient’s Story” 
(Chapter 14).  In the 
“The Patient Safety 
Handbook”.      

Text  In this chapter, R. Goeltz’s personal narrative is shared, with 
commentary from M. Hatlie.  R. Goeltz’s story of her health care 
experiences are poignant, and in reflecting on one experience, she 
recounts how she had to take the initiative in order to enable a system 
process – she ponders the potential time lost had she not done this, and 
its possible negative implication.  She emphasizes the lessons she has 
learned, particularly related to a family member’s death, and the 
importance of active participation in the care of her health.   

+This study is detailed for its significance but is not counted in the final set as it is captured in a review.  
*This study is included in Patient Behaviours – General table given items of relevance. 
**This study is included in Patient Behaviours – Speaking Up table given items of relevance. 
***This study is included in Patient Behaviours – Health Literacy/Safety Tips given items of relevance. 
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3.2.2  Descriptive summary:  Patient behaviours.  Of the 97 items included in 

the final set of the scoping review, 76 related to patient behaviours, either generally or 

specific actions that patients are involved in, both independently or when directed by 

others (e.g. researchers), to ensure their safe care.  This included six systematic reviews, 

20 quantitative studies, 12 qualitative studies, seven mixed method studies, one scoping 

review, six literature reviews, four systematic review or study protocols, and 20 text and 

opinion pieces.  The publication dates ranged from the years 2002 – 2015.  The country 

of the first author of the publications was predominantly either the United States of 

America or the United Kingdom.      

The 76 items related to patient behaviours were categorized according to specific 

topics for ease of reporting and to discern the range of study focus.  Table 5 is a list of 

those categories, and the type of publication and date range for each.  Table 6 is a 

detailed listing of the literature included in this subset. 

Of the 76 items about patient behaviours in ensuring safe care, six were 

systematic reviews.  One of the reviews was specific to handwashing (Davis et al. 2015) 

and included 28 articles.   The remaining reviews were not specific to one focus (e.g. 

patient handover and medication safety were also considered), and the number of 

included studies varied from six to 68.  It is acknowledged that the remaining 70 

publications included in the patient behaviour set for this scoping review could not be 

found in these noted reviews.  
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Table 5  
 
Scoping Review Subset – Patient Behaviours by Study Design   

Category Number 
in Set 

Publication 
Data Range 

Study Design or Publication Type 

   Systematic 
Review 

Quantitative Qualitative Mixed 
Methods 

Scoping 
Review 

Literature 
Review 

Systematic 
Review or 
Study 
Protocol  

Opinion/ 
White 
Paper 

Patient Behaviours - General 22 2002-2015 5 2 1 2  1  11 
Handwashing 11 2006-2015 1 9     1  
Patient Handover 10 2011-2014   6 2   1 1 
Medication Safety  6 2006-2014  1 1 2  2   
Communication 4 2003-2013   2     2 
Patient Reporting 4 2007-2014  2  1   1  
Health Literacy & Safety Tips 4 2003-2012  3      1 
Surgical Safety 3 2010-2011  1      2 
Primary Care 3 2010-2015     1 1  1 
Healthcare-associated Infections 2 2015  1 1      
Advocacy – Parents 2 2004, 2010   1     1 
Blood Transfusion 1 2011      1   
Advocacy  – General 1 2013        1 
Diagnostic Imaging 1 2013      1   
Technology 1 2003  1       
Rapid Response Team Activation 1 2014       1  

Total 76  6 20 12 7 1 6 4 20 
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Table 6A 

Published and Unpublished Literature:  Patient Behaviours (n=76) – General (n=22) 
Author(s) & 

Year 
Study Objective(s)   Design Sample Relevant Findings 

Systematic Reviews & Literature Reviews 
Berger, 
Flickinger, 
Pfoh, 
Martinez, & 
Dy (2014) 
(USA) 

“This systematic 
review focuses on the 
definition and 
implementation of 
patient engagement 
as part of selected 
hospital-based 
Patient Safety 
Practices (PSPs) with 
the primary intent of 
increasing 
patient/family 
involvement to 
improve patient 
safety” (p. 549). 

Systematic 
Review 

6 articles of 
effectiveness on 
patient 
engagement; 12 
articles on 
implementing 
patient engagement 
as part of selected 
broader PSPs.  

Authors suggest evidence is lacking related to the types of patients who feel 
comfortable engaging and in what context.   

Vaismoradi, 
Jordan, & 
Kangasniemi 
(2014) 
(Norway) 

Synthesize research 
on how patients 
participate in 
patient safety 
initiatives. 

Systematic 
Review 

17 articles (4 
qualitative; one 
mixed method; 12 
quantitative). 

All evidence found suggests patient can participate in safety initiatives.  
Strategies to engage patients should accommodate patients’ abilities and health 
beliefs, personal illness coping and past experiences in healthcare.      

*Doherty & 
Stavropoulou 
(2012) 
(UK) 
 

Review evidence 
of factors that 
enable and 
dissuade patients 
from being willing 
and able to 
participate in error 
prevention. 

Systematic 
Review 

68 studies were 
included overall.  
They included 
studies involving 
investigation of 
their participation 
or patients’ 
perceptions of 
being involved.  

Data in regard to age, gender, and education were inconclusive as consistent 
predictors regarding patients’ willingness or ability to engage.  Cause of inability 
to participate may be related to illness.  Generally, those perceiving a risk were 
more likely to engage.  Self-efficacy shown to increase willingness to act.  If 
believed patients’ role was to be passive, they were unwilling to engage.  Patients 
less willing and able to engage if poor relationship with clinicians.  Perception of 
staff work pressure seen as barrier to engagement.  They summarise the main 
factors for engaging patients into 4 categories: illness; individual cognitive 
characteristics; the clinician-patient relationship; & organizational factors.   
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Author(s) & 
Year 

Study Objective(s)   Design Sample Relevant Findings 

Hall et al. 
(2010) 
(UK) 

Review of 
effectiveness of 
interventions that 
promote patient 
involvement in 
patient safety in 
healthcare.  

Systematic 
Review 
 

14 individual 
experimental and 
quasi- experimental 
plus one systematic 
review (related to 
long-term oral 
anticoagulation 
therapy). 

All studies were related to enhancing medication safety.  Not possible to draw 
decisive conclusions, except related to self-management of anticoagulation 
(favoured interventions that involved patients).  The authors acknowledge that the 
review did not sufficiently address all potential areas of patient involvement.  
 
  

*Schwappach 
(2010) 
(Switzerland) 
 

Review evidence 
of patients’ 
attitudes toward 
engagement in 
safety & the 
effectiveness of 
strategies to engage 
patients.  
 

Systematic 
Review 

21 studies were 
included overall. 
13 publications of 
11 unique studies 
were retained for 
inclusion about 
patients’ attitudes.    

General positive attitude toward engagement, but intentions and actual behaviours 
vary.  Theory of Planned Behaviour used as conceptual framework. (Note: one 
article in review is noted as “anonymous”.). 
 
 
  

Scobie & 
Persaud  
(2010) 
(Canada)   

Barriers and 
facilitators to 
patient engagement 
in safety. 

Opinion 
paper 

Not applicable. The authors suggest patient engagement in safety is aimed at “increasing the 
awareness and participation in of patients in error prevention” (p. 43).  Barriers to 
engagement include lack of awareness about safety issues; patients do not see a 
role for themselves; acute illness.  Facilitators include patient instruction; 
knowledge of how to prevent error.  Patients indicated willingness.      

*Davis, 
Jacklin, 
Sevdalis, & 
Vincent (2007) 
(UK) 

Factors affecting 
the participation of 
the patient in 
safety.    

Literature 
Review   
 

Selectively 
reviewed evidence 
on both direct and 
indirect factors 
(limited detail on 
search process).  

Five categories emerged:  Patient-related (knowledge & beliefs; demographic 
characteristics; emotional experiences & coping styles); Illness-related (stage & 
severity of illness; illness symptoms, treatment plan and patients’ health 
outcomes; other illness-related factors: prior experience of illness and/or prior 
experience of patient safety incidents); Health care professional-related 
(knowledge & beliefs; interactions with patients; health care professionals’ 
professional role); Health care setting-related (i.e. primary, secondary, or 
tertiary); Task-related factors (e.g. confronting healthcare provider versus keeping 
record of medical history). 
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Author(s) & 
Year 

Study Objective(s)   Design Sample Relevant Findings 

Additional Articles of Relevance 
Spruce (2015) 
(USA) 
 

Presents ideas for 
perioperative 
nurses to think 
about engaging 
patients in patient 
safety. 

Opinion 
paper 

Not applicable. The author argues that prevention of error can be helped by involving patients in 
care planning and delivery.  She provides a case study, where a 35 year old 
woman has an adverse event during a surgical procedure, and she feels guilty for 
not having told staff about other medications she was taking.  The author provides 
the reader with benefits/strategies to engage with patients/families. 

Sahlstrom, 
Partanen, & 
Turunen 
(2014) 
(Finland) 

To describe 
patients’ 
experiences of 
patient safety 
during their most 
recent period of 
care and the degree 
to which they 
viewed themselves 
as participating in 
safety.  

Cross-
sectional 
survey 

175 patients  20% of patients had experienced errors at some time during their care.  Patients 
who had experienced errors and those treated at inpatient units versus day surgery 
unit were most critical toward patient participation, specifically that they were not 
being involved.  

Gillespie 
(2013) 
(Australia) 

Profile of the work 
of Professor 
Wendy Chaboyer 
regarding 
partnering with 
patients for safety.  

Researcher 
Profile 

Not applicable. The author suggests there is little evidence about types of strategies to be used to 
promote partnering with patients for safety.  She profiles the work of Professor 
Chaboyer who is leading a series of studies about patient participation in safety 
activities (3 year study).  This work includes obtaining patient perceptions of 
barriers and enablers to participation in safety activities.  The final phase is 
development of a framework to promote participation.   

Hor, Godblod, 
Collier, & 
Iedema (2013) 
(Australia) 

Explore data from 
three studies (two 
ongoing & one 
recently complete) 
to show how 
patients & carers 
are contributing to 
their own safety.  

Opinion 
paper 

Not applicable. The authors argue that “it is no longer sufficient to discuss if patients should be 
involved with ensuring their own safety” (p. 567).  They also note that the voice 
of patients has largely been missing from the safety research and programs.  They 
draw information from 3 studies (two ongoing & one recently completed as of 
this article publication date).  From their developing data, they provide some 
patient quotes, specifically related patients taking safety action already, and 
sometimes because safety expectations had not been met. 
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Author(s) & 
Year 

Study Objective(s)   Design Sample Relevant Findings 

World Health 
Organization: 
Regional 
Office for 
Europe  (2013) 
(Denmark) 
 

Exploring patient 
participation in 
reducing health-
care-related safety 
risks. 

Opinion 
paper  

 Not applicable. Extensive opinion paper (190 pages), with evidence, in considering patient 
participation in safety. They considered blood transfusion, hand hygiene, surgical 
safety, and primary care.  In concluding remarks, offers that patient involvement 
is essential and that on a general level patients “support an active role for patients 
in error prevention” (p. 147).  They acknowledge the preferred role may be more 
of a traditional one such as information sharing, rather than a challenging one.  
They note many patients view their role as a passive one, and that patients do not 
see safety as their responsibility.    

Birks, Hall, 
McCaughan, 
Peat, & Watt 
(2011) 
(UK) 

Report of 3 phases 
of linked studies 
examining how 
patients might 
promote their own 
safety.  

3-phased 
study using 
mixed 
methods 
(literature 
review; 
collecting 
patient 
views: 
development 
& piloting a 
potential 
patient 
involvement 
strategy.    

Patients included at 
different phases 
(e.g. 5 patients in 
phase three; 
number of those in 
phase two not 
clear, only that 
they were across 
six different 
groups)  

In broad terms, involvement in safety was acceptable.  Participants could identify 
with a number of roles through which they might enhance safety, but there was no 
consistency.  They identified a range of factors that affected their willingness or 
ability to raise care concerns.     

Weingart et al. 
(2011) 
(USA) 
 
 

To understand the 
extent to which 
hospitalized 
patients participate 
in their care and 
the association of 
that participation 
with safety and 
quality.  

Survey 
(telephone) 

2025 recently 
hospitalized adults.  

99.9% of patients reported positively to at least one of seven measures of 
participation in safety behaviours.  There was an inverse relationship between 
patient participation and adverse events.  Participation was associated with 
favourable judgements of hospital quality.    
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Author(s) & 
Year 

Study Objective(s)   Design Sample Relevant Findings 

Clark (2010) 
(USA) 

Emergency 
Department 
patients’ 
perspectives of 
safety. (Thesis)  

Qualitative - 
ethnographic   

14 participants 
completed 1 in-
person interview 

Safe care for patients is involvement in their care and making decisions with 
providers. Safe care is protecting patient physical safety by removing obstacles, 
following proper hand hygiene standards, and patient ID practices.  Patient 
examples are given whereby patients describe seeing glove use, masking, etc., 
suggestive that they are aware of safety practices.      

Davis (2010) 
(UK) 

Hospital patients’ 
participation in 
safety-related 
aspects of care. 
(Doctoral Thesis)  

Mixed 
methods 

580 medical and 
surgical inpatients 

As of May 28, 2016, currently not available in full text but ordering. This author has 
published in peer-reviewed literature extensively about this topic.  Based on the abstract:  
Data collected from 580 medical and surgical inpatients using mixed method approach to 
determine patient preferences for taking an active role in safety.  Patients hesitant to 
engage in behaviours that may be perceived as challenging. 

Jorm, Dunbar, 
Sudano, & 
Travaglia 
(2009) 
(Australia) 

Make patient safety 
more patient 
centred.  

Opinion 
paper 

Not applicable. Authors suggest emphasis on “patient-centeredness as an essential characteristic 
of safe and high quality care” (p. 390).  They propose six areas of action to make 
patient safety more patient centred.  They suggest patient safety programs need to 
be informed by patients and consumers.  Use of patient narratives and experiences 
is encouraged.  They also encourage patient empowerment and involvement of 
patients in care and safety, thereby becoming more patient centred.    

**Marella, 
Finely, 
Thomas, & 
Clarke (2007) 
(USA) 

To assess consumers’ 
inclination to engage 
in selected patient 
safety practices.    

Survey 
(telephone) 

856 randomly 
selected adults in 
Pennsylvania.   

Consumers willing to ask for explanations, question unexpected procedures, or 
unfamiliar drugs, and seek second opinions but are less inclined to ask for 
confirmation of their identity before a procedure or to ask a provider if they have 
washed their hands.     

Entwistle 
(2007) 
(UK) 

Considers the 
differing 
perspectives about 
patient 
participation in 
patient safety. 

Opinion 
paper 

 The authors emphasizes that relying on patients and involving patients are two 
different things, and that participation should be considered in this way.  She 
provides a clinical example to demonstrate how providers can encourage 
engagement through education by explaining to patients why certain 
activities/procedures are done as part of helping patient understand the safety 
rationale and thereby gaining perspective in a new way.    

Lyons (2007) 
(UK) 

Considers the role 
patients should 
have in safety. 

Opinion 
paper 

  The author provides a list of pros and cons to patient involvement in safety.  She 
suggests that pros include patients know their backgrounds & as such progression 
of symptoms; self-interest; availability and proximity meaning they are the first 
“link in the chain” (p. 140).  Cons include patient vulnerabilities or limitations 
and whether it is unreasonable to burden them with this role.    
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Author(s) & 
Year 

Study Objective(s)   Design Sample Relevant Findings 

Coulter (2006) 
(UK) 

The role patients 
can have in patient 
safety. 

Opinion 
paper 

 She notes the literature is sparse in this area, and in particular notes the gap of 
knowing to what extent patients want to take a role and in what ways.   

+Unruh & 
Pratt (2007) 
(USA) 
 

Examine patient’s 
role in detecting, 
preventing and 
recovering from 
error in outpatient 
oncology 

Qualitative  
(part of 
larger study) 

5 cases  Patients are engaged in activities that prevent error.  They alert staff and observe 
care processes.  They stop actions that could led to error.  They are attentive to 
procedural information (e.g. patient described not wanting to get ‘stuck twice’).   

Entwistle 
(2004) 
(UK) 

Explores whether 
clinical monitoring 
by families is part 
of the solution to 
nursing shortage 
and safety 
problems. 

Opinion 
paper 

 She highlights, as a visitor in the USA while writing the paper, the frequency of 
messaging she sees about bringing a family member while in hospital to provide 
safeguarding or patient vigilance against errors.  She questions the practical and 
ethical issues of patient involvement in safety.  She cautions that research is 
needed to support such advances.        

Vincent & 
Coulter (2002) 
(UK) 

Discussing patient 
involvement in 
patient safety. 

Opinion 
paper 

 The authors provide strategies for involving patients in promoting safety.  They 
caution against placing the burden on patients who are seriously ill or anxious, 
but also suggest that when they are ill it may be even more important to engage 
them and understand their perspectives/opinions.      

+This study found in Doherty and Stavropoulou (2012) Systematic Review noted for information but not repeated in final set count.  
*This study is included in Patient Attitudes table given items of relevance but only counted once in final set count. 
**Study found in Davis, Parand, Pinto, & Buetow (2015) Systematic Review on Handwashing so not repeated in final set count. 
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Table 6B 

Published and Unpublished Literature:  Patient Behaviours (n=76) – Patient Reporting (n=4) 
Author(s) & 

Year 
Study 

Objective(s)   
Design Sample Relevant Findings 

Sheard et al. 
(2014) 
(UK) 
 

Assess the 
efficacy of the 
Patient Reporting 
and Action for a 
Safe Environment 
(PRASE) 
intervention on 
improvement in 
safety over 12-
month period.   
(Study Protocol)  

Multi-centre, 
cluster 
randomised 
controlled 
trial, 
randomising 
units to 
intervention 
or control in 
1:1 ratio; with 
a qualitative 
process 
evaluation 

Will involve 32 
hospital units in 3 
NHS Hospital 
Trusts in North of 
England.  Plan to 
recruit 2,400 
patients. 

Patient component will involve asking patients to complete the Patient 
Measure of Safety (PMOS) (44-item: 8 domains including communication 
& team working, organization & care planning, access to resources, unit 
type & layout, information flow, staff roles & responsibilities, equipment & 
delays); Patient Safety Incident Reporting Tool (PIRT) (to report any safety 
concerns or positive experiences of care); 4 additional questions on whether 
involvement in decisions about care/treatment was what they wanted; if 
they could find someone to talk to about concerns if they had them; if they 
were given enough privacy;  & whether they would recommend the unit to 
family/friends.    

Davis et al.  
(2013) 
(UK) 

 
 
 

Investigate 
hospital patients’ 
reports of 
undesirable events 
in their health 
care.  

Cross-
sectional 
mixed 
methods  

80 medical & 
surgical patients 
(interviewed post-
discharge over the 
phone using survey 
with 31 items 
[yes/no/do not know 
response option]; 
with 1 open ended 
question for any 
comments).  Also, 3 
questions on 
willingness to report 
errors.    Medical 
records were also 
reviewed. 

258 undesirable events reported (rate of 3.2 per person).  Patients identified 
events that were not captured in medical record (n=27 of which reviewers 
believed should have been recorded).  Patients identified 30 of the 36 errors 
recorded in the medical record.  Patients were more willing to report events 
to a researcher than a local or national reporting system.   
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Author(s) & 
Year 

Study 
Objective(s)   

Design Sample Relevant Findings 

Hasegawa et al. 
(2011)  
(Tokyo) 

 
 

Compare patients’ 
and healthcare 
staff’s 
identification and 
reporting of 
unsafe events. 

Survey 1,506 outpatients;  
1,738 inpatients 
while hospitalized 
(or could mail in 
after discharge).  
Included 3 
university teaching 
hospitals, 2 
community hospitals 
& 1 care-mix 
hospital.   

8.7% of outpatients & 10.9% of inpatients experienced uneasy-dissatisfying 
or unsafe events.  Only 38 (30.4%) of outpatients and 62 (33.5%) of 
inpatients reported the uneasy-dissatisfying or unsafe events to staff. 
Reasons for not reporting included: believed they were self-evident; the 
potential negative impact on their treatment; & not expecting report to bring 
improvement.       

Wasson, 
MacKenzie & 
Hall (2007)  
(USA) 
 
 

Investigate how 
an automated 
health assessment 
system can be 
used to identify 
adverse events.     

Cross-sectional 
survey of 
patient 
perceptions of 
adverse events 
experienced 
during 
previous year. 

44,860 adults in 
USA who responded 
during a 2 year 
timeframe. 

1.4% of patients report possible adverse events.  Eight times higher for 
those with greatest burden of illness.  Authors conclude patients will use an 
internet survey to identify adverse events.  

**Health Canada, 
the Canadian 
Institute for 
Health 
Information, the 
Institute for Safe 
Medication 
Practices Canada, 
& the Canadian 
Patient Safety 
Institute (2011) 
(Canada)   

The Canadian 
Medication 
Incident 
Reporting and 
Prevention 
System. 

Not 
applicable. 

Not applicable. This system has a component for patients to independently report 
medication errors.  
 
    

**Not included in final set of review but noted for relevance. 
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Table 6C 

Published and Unpublished Literature:  Patient Behaviours (n=76) – Healthcare-associated Infections (n=2) 
Author(s) & 

Year 
Study Objective(s)   Design Sample Relevant Findings 

Wyer et al., 
2015 
(Australia) 
 
 

Explores patients’ 
experiences, 
comprehension & 
actions of Infection 
Prevention and Control 
(IPC). 
    

Video-
reflexive 
ethnography 
(study was 
nested with 
within a large 
multi-method 
study) 

14 participants 
were videotaped 
& 8 of those then 
took part in the 
reflexive sessions 
of whom six had 
experienced a 
healthcare 
associated 
infection).  
Reflexive sessions 
were either audio 
or videotaped.  

Most were not aware of the extent to which MRSA was in the hospital, and 
had not thought of their own risk of acquiring an infection.  In watching the 
videos, patient came to see gloves as representing safety.    Two patients 
initially stated they had no role to play [one stated, “Me? I can’t really do 
much”], but it became clear through discussing the videos that they had 
practiced IPC – they reported washing their hands, maintaining personal 
hygiene, following rules, & speaking up when seeing substandard IPC 
practices.  There were participants who wondered about spreading infection 
but did not ask questions, and not everyone questioned inconsistent practices 
when they say them.  Fear of offending, possible negative repercussions, or 
feeling their attempts to engage would be negated.   Participants developed 
their own strategies to protect themselves – learning from the Internet; 
talking with other patients; listening to nurses educate each other; observing 
practices and forming ideas based on that.  IPC was of lesser concern for 
some, but others were more vigilant.   

Seale et al. 
(2015) 
(Australia) 
 
 
 
 
 
 
 
 
 
 

Pilot study to examine 
receptiveness of patients 
toward empowerment 
tool to increase their 
awareness and 
participation in 
preventing health-care 
associated infections.   

Prospective 
controlled 
intervention 
study. 
(Intervention 
included one-
to-one 
consultation & 
brochure 
given with 
slogan of ask 
questions, 
speak up, ad 
be proactive.   

60 postoperative 
patients. 
Patients were 
surveyed twice 
(baseline and after 
discharge), and 
questions 
included their 
willingness to ask 
providers 
questions.   

At baseline, 38 of 60 participants reported they would be highly willing to 
be involved with a program to prevent infections.  They were also more 
willing to ask factual questions as opposed to challenging ones.  In the 
follow-up survey, 31 of 48 (remaining 12 either refused or not able to 
contact) felt encouraged to tell staff about concerns; & 68% agreed with the 
statement that they were confident they can help prevent or reduce hospital 
infections– there were no differences between groups in either regard.  
Further, 23 participants reported notifying staff of a concern (e.g. redness 
around wound), only 3 reported asking about provider handwashing.  Fifteen 
reported asking a family member to ask a question on their behalf; 10 had 
taken notes; 8 asked staff about infections - there were no difference 
between groups in regard to these behaviours.  From the intervention group, 
only 9 recounted the message about encouraging patients to play a role, the 
remaining speaking only about the need for infection control. 
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Table 6D 
 
Published and Unpublished Literature:  Patient Behaviours (n=76) – Blood Transfusion (n=1) 
Author(s) & 

Year 
Study Objective(s)   Design Sample Relevant Findings 

Davis, 
Vincent, & 
Murphy 
(2011) 
(UK) 
 

Examine evidence related 
to patient involvement to 
reduce blood transfusion 
errors. 

Literature 
Review  

15 articles of 
relevance. 

The authors noted opportunities exist for patient involvement, but what 
remains unclear “how able and willing” patients would be to be engaged 
in this way.  They do acknowledge some evidence of patients admitting 
that they did check the unit of blood they were given to see if it was the 
correct blood group, while another example was provided wherein a 
patient was protecting his IV site and watching the transfusion drip to 
ensure his vein did not collapse.         

 

Table 6E 
 
Published and Unpublished Literature:  Patient Behaviours (n=76) – Advocacy – General (n=1) 

Author(s) &  
Year 

Study Objective(s)   Design Sample Relevant Findings 

World Health 
Organization. 
(2013) 
(Switzerland) 
 

“Patients for Patient 
Safety – Partnerships 
for Safer Health 
Care”.   

Opinion paper The document is to promote patient engagement in safety.  They acknowledge that “patient safety is a global 
health issue” (p. 3), and that “every year millions of patients are harmed by unsafe health care” (p. 3).  Patient 
and community engagement remains a core priority of the WHO Patient Safety.   They argue that patients and 
families are an untapped resource, and are the only people present through the continuum of care, giving them 
unique insight and knowledge.  Patient advocates are profiled.     

+Ocloo (2010) 
(UK) 
 
 

Examines patients’ 
views about medical 
harm and patient 
safety reforms.   

Participatory 
Action 
research 
(observations; 
interviews; 
questionnaires)  

Self-help groups 
(14) (Medical 
Harm Self-Help 
Network-MHSHN; 
& 21 participants 
from 2-day 
residential program 
(Break Through 
Programme) 

MHSHN participants had strong views on doing something but did not feel 
involved with reform.  The network chose to focus on lobbying for change.  
A noted theme, once harm had occurred, despite their diversity, was to get 
answers and explanations.  The participants’ stories in the Break Through 
Programme (aimed at enabling individuals develop ways of managing 
psychological effects of medical harm) are shared, and the researcher notes 
how they tool wanted to see more political strategies for change.  The 
immediate harm of the incident as well as the after effects of the incident and 
how individuals felt toward the system.     
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Author(s) &  
Year 

Study Objective(s)   Design Sample Relevant Findings 

+Burns (2008) 
(Canada) 
 

To share the stories 
of 25 Canadian 
patients & family 
members who are 
Canadian Patient 
Safety Champions.   

Discussion 
paper with 
patient/family 
stories.  

25 Patient Safety 
Champions  

The author details select personal patient/family stories using direct quotes.  
Care after an adverse event is described.  The author suggests that generally 
there is growing interest for patients and families in becoming actively 
involved in discussions and actions related to safety, & the descriptions of 
the stories of these patient/family Safety Champions & how they are 
engaged as advocates is indication of their involvement at policy level.    

+This study found in Doherty and Stavropoulou (2012) Systematic Review noted for information but not repeated in final set count.  
 
 
Table 6F 
 
Published and Unpublished Literature:  Patient Behaviours (n=76) – Advocacy – Parents (n=2) 
Author(s) 
& Year 

Study Objective(s)   Design Sample Relevant Findings 

Sandlin-
Leming 
(2010) 
(USA) 
 

Discussion paper, 
with patient story, 
about pediatric 
patient safety.  

Discussion 
paper 

The author shares the story of Josie King (18 month old), admitted for burns.  She died two days 
before she was supposed to go home, from extreme dehydration and misused opioids.  Her mother’s 
voiced objectives to the nurse giving her opioids was not heeded.  Josie’s mother had asked 
questions and did note everything, yet providers had not listened.  In the aftermath, Josie’s parents 
donate a portion of the settlement money to the hospital to create a safety program in her name 
(Josie King Foundation).  Josie’s mother does some public speaking about this tragic event and has 
written a book which supports the Foundation.  The author also provides strategies for empowering 
parents to be vigilant.       

+Tarini, 
Losano, & 
Christakis 
(2009) 
(USA) 
 

Determine 
proportion of parents 
concerned about 
errors during child’s 
hospitalization and 
association with self-
efficacy with 
physician 
interactions. 

Cross-sectional 
survey 

130 parents of children 
admitted to general 
medicine service of 
tertiary care hospital. 
(Surveyed within 48 
hours of child’s 
admission but after 
speaking with care 
team). 

63% agreed/strongly agreed that they felt the need to watch over their 
child’s care to make sure mistakes are not made.  A parent’s self-efficacy 
interacting with physicians was associated with less parental concern for 
error.     
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Author(s) &  
Year 

Study Objective(s)   Design Sample Relevant Findings 

Clarke & 
Fletcher 
(2004) 
Canada) 
 

Study of parent 
experiences with a 
child diagnosed with 
cancer. 

Qualitative 
study 
(telephone 
interviews by 
first author 
whose own 
daughter had 
cancer)  

29 parents of children 
who had been 
diagnosed with cancer.  
(sample is described as 
a non-representative 
volunteer & quota 
sample. 

Interviews varied in length from one to four hours.  One major theme 
identified was ‘surplus suffering’ which was equated to system problems.  
Parents perceived mistakes or delays in diagnosis, carelessness or lack of 
kindness.  This resulted in the parents viewing the need to be on constant 
guard & intervening at times.  Illustration of findings: “I was prepared for 
a fight actually, saying ‘she needs to have blood drawn’”.    

+Hurst 
(2001) 
(USA) 

Exploring mothers’ 
actions to safeguard 
their hospitalized 
baby. 

Critical 
ethnography 
(observations of 
participants & 
open-ended 
interviewing) 

12 mothers with 
hospitalized premature 
baby. (tertiary level 
NICU) 

448 hours of observation.  “First and foremost among mothers’ actions 
was vigilant watching over” (p. 43).  Seven actions were identified that 
mothers used to provide for safety and protect against harm, including 
“judicious use of challenging institutional authority” (p. 44), as well as 
supportive relationships with other mothers (e.g. information, validation); 
seeking out a person of higher organizational authority; uses her direct 
observation of provider for learning when questioning or asking.  

+This study found in Doherty and Stavropoulou (2012) Systematic Review noted for information but not repeated in final set count.  
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Table 6G 
 
Published and Unpublished Literature:  Patient Behaviours (n=76) – Handwashing (n=11) 
Author(s) & 

Year 
Study Objective(s)   Design Sample Relevant Findings 

Systematic Reviews & Literature Reviews 
Butenko, 
Lockwood, & 
McArthur 
(2015)  
(Australia) 
 

Protocol for a systematic 
review to understand the 
experience of partnership 
between health 
professionals and patients 
related to hand hygiene 
compliance in acute adult 
hospital setting.   
  

Systematic 
Review 

 Completed review could not be found.  (Note: Below noted review by 
Davis and colleagues (2015) not listed in reference list of this 
protocol.) 

Davis, 
Parand, Pinto, 
& Buetow 
(2015) 
(UK) 
  

Review of the evidence 
on effectiveness of 
strategies aimed at 
increasing patient 
involvement in reminding 
healthcare providers 
about hand hygiene.  

Systematic 
Review 

28 articles (23 on 
evaluations of the 
effectiveness of 
developed patient-
focused strategies & 5 
on patients’ attitudes 
toward hypothetical 
strategies).  

A number of strategies available to encourage patients to question 
providers about handwashing.  Healthcare provider encouragement 
seemed to be the most effective strategy for their engagement in this 
practice.  Methodological quality generally weak.  The authors also 
caution that most of the findings were based on intention versus actual 
behaviour, and intention does not always lead to action when 
confronted with the reality of the situation.    

Additional Articles of Relevance which were not noted in the above Davis et al. (2015) Systematic Review 
Busby, 
Kennedy, 
Davis, 
Thompson, & 
Jones (2015)  
(USA) 
 

Explore patients’ 
understanding of effective 
hand hygiene used in the 
hospital environment.  

Descriptive 
Study 

90 adult patients (general 
medicine) (These 
patients were assigned to 
one of three groups: staff 
washed with: soap & 
water only; waterless 
alcohol-based hand 
cleaner; or a 
combination of methods)   

90% and 93% in the handwashing only and the sanitizer only group, 
respectively, indicated caregivers always cleaned their hands.  In the 
combination group, 80% of patients reported staff always cleaned 
their hands.  Some patient comments included: “why are you washing 
your hands so much?” and “if you wash your hands any more, they’re 
going to all off” – to which the authors suggest lack of understanding.  
There were patients who did not notice if staff washed at all (3.3%, 
6.7%, & 6.7% in each of the 3 groups).  One patient was awakened by 
the nurse washing her hands, which she verbalized what she was 
doing as well, yet he still reported not noticing staff wash.        
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Author(s) & 
Year 

Study Objective(s)   Design Sample Relevant Findings 

Kim et al. 
(2015) 
(Republic of 
Korea) 
 

Explore perceptions of 
patients/families & 
providers with regard to 
patient participation in 
hand hygiene.  

Cross-
sectional 
survey 

334 patients/families 
(teaching hospital) 

Significant discrepancy in perceptions regarding patient participation 
between patients/families and healthcare workers.  Approximately 
60% of patients/families reported that they usually observed whether 
providers cleaned their hands.  More than 75% of patients and 84% of 
the families felt they should be aware whether providers wash; and 3/4 
of respondents wished to ask providers to clean but approximately 
6/10 in both patients and families when intent was examined.        

McGuckin & 
Govednik 
(2014) 
(USA) 
 

Investigation hand hygiene 
compliance knowledge and 
perceptions, information 
sources on compliance rates, 
and past behaviour in asking 
providers to wash their 
hands. 

Survey (via 
Internet) 

1,016 US consumers 17% had asked a provider to perform hand hygiene.  Of those who 
asked, 57% reported ‘no particular source’ or ‘word of mouth’ as their 
information source.  24% of those who asked cited, doctors, nurses or 
other providers or hospital pamphlets as their information source.  Of 
the entire group, 50% believed hand hygiene compliance was 75%, 
while 19% believed it was 51%-75%.         

Le-Abuyen et 
al. (2014) 
(Canada) 
 

Patient observation of 
provider hand hygiene.   

Survey pilot Patient returned 381 
audit cards in family 
practice health centre   

Patients returned 75% of the survey cards (381/507) indicating 
whether staff had cleaned their hands before physical contact.  
Patients expressed satisfaction in being part of the process (majority 
of patient commentary n=74). 

Pan et al. 
(2013) 
(Taiwan) 
 

To assess hand hygiene 
knowledge and attitudes 
and intentions about 
patient empowerment 
among patients/families 
and providers.     

Cross-
sectional 
survey using 
questionnaires 

345 patients/family 
members & 880 
providers 
(tertiary teaching 
hospital) (interviewers 
conducted questionnaire)  

95% of patients/families had positive attitudes regarding patient 
empowerment, but only 67% had intention to remind providers about 
handwashing.  (Attitude was assessed with the question: Do you think 
patients or family can help remind providers about hand hygiene? 
Intention, for patients, was assessed with question: Would you remind 
providers who do not perform hand hygiene?)       

Rogers 
(2013) 
(Canada) 
 

Description of one 
teaching hospital’s plans 
to develop hand hygiene 
resources for patients and 
family members to 
encourage them to wash 
their hands.   

Survey  
(Survey to 
understand 
what patients 
may or may 
not know 
about 
handwashing) 
 

Current and former 
patients who are part of 
the organization’s 
Virtual Patient Focus 
Group (nearly 300). 

60 surveys returned. Almost unanimously that they understood the 
importance of handwashing.  Notably, hospital outpatient managers 
did not think that most patients did know the importance of 
handwashing.  The respondents knew the important times to wash, 
and ways of washing.  The respondents identified that the most 
effective ways to encourage patient handwashing was: signage; 
volunteer prompting in kind respectful way, and funneling patients 
through pathways so that had to wash.        
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Author(s) & 
Year 

Study Objective(s)   Design Sample Relevant Findings 

Reid et al. 
(2012) 
(Australia) 

To determine the 
effectiveness a brochure 
encouraging patients to 
ask providers about 
handwashing, and to 
determine which provider 
characteristics affect 
patients’ willingness to 
ask.  

Prospective 
pilot program 
(brochure 
distributed & 
follow-up 
interview 
done) 

46 patients (program 
conducted on 7 medical 
and surgical units in 
tertiary hospital)   

After reading the brochure, all believed that they should have a role in 
their own safety which included hand hygiene.  93% believed that 
should be involved in improving hand hygiene.  Patients were less 
willing to ask a doctor to clean their hands than a nurse.  Patients 
reported they would ask doctors to clean their hands 43% of the time, 
and nurses 67% of the time.  The authors note the difference between 
patients’ wanting a role and willingness to ask.    

Ciofi degli 
Atti et al. 
(2011) 
(Italy) 
 

Evaluate perceptions of 
healthcare workers and 
parents about hand 
hygiene and effectiveness 
of measure for improving 
hand hygiene adherence. 

Cross-
sectional 
study using 
self-
administered 
questionnaires 

139 provider 
questionnaires & 236 
parents questionnaires 
(completed in hospital) 

Parents reminding provider to perform hand hygiene was perceived at 
the least useful action for 55.7% of parents.   

McGuckin, 
Waterman, & 
Shubin 
(2006) 
(USA) 
 

Consumer attitudes about 
hand hygiene and 
healthcare-acquired 
infections. 

Survey 
(telephone) 

1008 participants. 94% rated environmental cleanliness as very important.  85% 
considered low infection rates very important in hospital selection.  
80% of consumers said they would ask their provider to wash or 
sanitize his/her hands if the provider explained the important of this to 
them.    
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Table 6H 

Published and Unpublished Literature:  Patient Behaviours (n=76) – Medication Safety (n=6) 
Author(s) & 

Year 
Study Objective(s)   Design Sample Relevant Findings 

Heyworth et 
al. (2014) 
(USA) 
 

Pilot study to test a 
medication reconciliation 
(med rec) tool delivered via 
web portal to improve 
safety for discharged 
patients.  

Mixed 
method 
 

60 patients at 
Veterans Affairs 
hospital 
participated in 
med rec; 10 
participants of the 
60, randomly 
chosen for debrief 
interview by 
phone. 

Outcomes were clinically important medication discrepancies & potential 
adverse drug events.  Comparisons were made between discharge 
summaries, pharmacist-reconciled med lists & the patients confirmed list.  
51 patient messages were sent (remaining 9 ineligible for varying reasons). 
Response rate by patients to messages sent was 67% (n=34).  Of the patient 
returned messages (n=34), 26 additional clinically important discrepancies 
were found among 17 patients.  Of the 10 interviewed, 90% said they 
would use the system again, with emphasis on rapid access to provider.         

Macdonald et 
al. (2014) 
(Canada) 
 

To understand, from the 
perspective of patients and 
nurses, patient involvement 
in medication 
administration safety.  

Constructivist 
Grounded 
Theory 

Interviews with 
24 general 
medicine patients 
(1-2 weeks 
following 
discharge in their 
home); 17 
registered nurses, 
& 9 licensed 
practice nurses.  
(3 different 
hospitals – two 
tertiary & 1 
community) 

Both patients & providers felt patient role in administering medication 
could be enhanced.  Patient role was, for the most part, confirming to the 
nurse that they recognized the medications they were about to take were 
the medications prescribed for them.  This was an iterative process and was 
described as ‘confirming delivery’ as perceived by both staff and patients 
regarding the role of the hospitalized patient.  This included 3 sub-
processes: engaging in administering the medication (e.g. the degree to 
which they participated – such as simply swallowing or questioning); being 
‘half out of it’ (mental status) (patients knew that at times they were not 
capable of being involved), and perceiving nursing staff time (patients 
perceived staff as always busy).  Several reported complete provider trust 
and did not indicate active involvement.  Others reported trust because of 
past experiences.  Participants reported that they checked pill quantity, 
colour and shape, and would ask why they looked different it they did.  All 
but one patient believed in the need for alert patients to have some role; 
and the one who didn’t believe there was a role, demonstrated later in the 
interview that she was tracking and monitoring her pills.        
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Author(s) & 
Year 

Study Objective(s)   Design Sample Relevant Findings 

McTier, Botti, 
& Duke 
(2013) 
(Australia) 
 

Explore patient 
participation in medication 
management while 
hospitalized.   
 
    

Exploratory, 
descriptive 
study (mixed 
method 
approach) 

Before surgery & 
pre-discharge 
patient interviews 
(n=98); 48 
observations 
(involving 40 
nurses) & 2 focus 
groups with 
providers n=16). 
(cardiothoracic unit 
– tertiary hospital) 

All patients had changes to their medications.  More patients were able to 
lit & state purpose and side effects of medications pre-admission for 
surgery than pre-discharge.  From observation & focus groups, it was 
evident nurses did not engage patients in medication management.  Patients 
were observed asking questions and seeking information [e.g. “what is 
potassium for”? Or re: injection “what is it?”].  

Schwappach,  
& Wernli  
(2010c)  
(Switzerland) 
 
 

To understand medication 
errors in cancer care, and 
the role patients can play in 
their prevention.    

Literature 
review  

 Not applicable Medline and Cinahl searched for articles in English or German between 
1990 and 2008. 
Obtained survey studies wherein patients observed, detected and reported 
errors.  Note study by Unruh & Pratt (2006) wherein cancer patients with 
recurring episodes of care identify errors by comparing previous 
experiences with current one.  Evidence suggests patients engage but do 
not get support of that engagement.  Acknowledge that, generally & with 
cancer patients, little is known about patients’ attitudes, willingness and 
effectives to engage.  “The crucial element is not to push all patients to 
engage in all aspects of safety, but to provide those able and willing to 
participate with the necessary information” (p. 290).     

Myhre (2007) 
(Canada) 
 
 

To explore patients’ 
perceptions, attitudes and 
beliefs about safety 
practices during medication 
administration (including 
but not limited to patient 
behaviours and perceptions 
of their participation and 
accountability in care). 
(Master’s thesis). 
 
 

Non-
experimental 
research 
design 
(survey) (28-
item 
questionnaire 
developed by 
author)  

201 medical and 
surgical patients  

56% of patients reported they did not see the nurse wash his her hands 
prior to medication administration.  61% reported providers checked their 
ID band prior to medication administration.  51% reported checking their 
medication “the majority or all of the time”, while 42% reported the 
“rarely” or “some of the time” check (p. 53).  62% believe there is a shared 
responsibility between nurse/doctor/patient to ensure safe medication 
administration.  
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Author(s) & 
Year 

Study Objective(s)   Design Sample Relevant Findings 

Wright, 
Emerson, 
Stephens, & 
Lennan 
(2006) 
(UK) 
 

To determine if there is 
evidence of the benefit of 
self-administration 
medicine programs (SAPs) 
in relation to risk and 
resource implications. 
(Notably, of the nine aims 
of the review, one 
addresses whether self-
administration medicine 
programs affect the risks 
associated with medication 
administration.)    

Literature 
Review  

51 publications 
included. 

In examining medication errors, of two studies, only one found 
significantly fewer medication errors in the self-administration program 
group than in controls.  Ten of eleven statistically analyzed studies found 
SAP participants knew more about certain aspects of their medications.  
The authors state conclusions are hard to make given limited quality 
studies and details reported within publications.   

 

Table 6I 

Published and Unpublished Literature:  Patient Behaviours (n=76) – Surgical Safety (n=3) 
Author(s) & 

Year 
Study Objective(s)   Design Sample Relevant Findings 

See, Chang, 
Chuang, Lai, 
Peng, Jean, & 
Wang (2011) 
(Taiwan) 
 

Design and evaluate an 
educational animation 
program about safety for 
patients/family to 
eliminate wrong-site 
surgery errors.   
 

Single-group 
pretest and 
post-test 
design 

46 patients & 48 
family members  

Pre-training (past practice of eliminating wrong-site surgery) score 3.6 
(scale 1-4) for both patients & family; No significant increase in post 
scores (anticipated future practice of eliminating wrong-site surgery) for 
patients, but family improved significantly.    

Boyd  & 
Holroyd 
(2011) 
(UK) 

Authors examine patient 
case related to 
involvement in 
perioperative marking. 

Opinion 
paper with 
single case 
review 

One case The authors describe a case where a patient undertook marking her non-
surgical knee noting it as “not this knee”.  The authors support patient 
involvement in perioperative marking but draw attention to the risk of 
marking the contralateral side.   
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Author(s) & 
Year 

Study Objective(s)   Design Sample Relevant Findings 

++Bergal, 
Schwarzkopf, 
Walsh, & 
Tejwani 
(2010) 
(USA) 
 

Examining patient 
compliance and reliability 
in marking the surgical 
site.  

Descriptive 
study 

200 orthopedic 
patients  

Compliance rate= 68.2%.  No patient marked the wrong side.  The time 
between enrollment and surgery was significantly different between 
those who complied versus those who did not.  Differences were also 
seen with regard to age and primary language.  There was no statistical 
difference on a number of demographic variables including: sex, 
employment status, level of education.        

Jeffrey & 
Curry (2010) 
(UK) 
 

Case/commentary on 
patient participation in the 
surgical pause. 

Opinion 
paper with 
single case 
review 

1 patient The patient, wishing no sedation, asked about the surgical pause during 
her case, and then aloud, proceeded to identify herself and the nature of 
her surgery.  The author then poses questions as to the appropriateness 
of this as a standard.  
 

+DiGiovanni, 
Kang, & 
Manuel 
(2003) 
(USA) 

Examining patient 
compliance with 
instructions to prevent 
wrong-site surgery.  

Prospective, 
descriptive  
study 

100 patients 59 marked the extremity correctly; 37 made no mark; & 4 were partially 
compliant.  Patients who had had a previous related surgical procedure 
had a significantly higher rate of noncompliance. The authors 
hypothesize as to why this may be, believing that the majority of 
individuals probably believe nothing wrong will happen. 
 

+This study found in Doherty and Stavropoulou (2012) Systematic Review noted for information but not repeated in final set count.  
++=additional study found in Berger, Flickinger, Pfoh, Martinez, & Dy (2014) Systematic Review & detailed for its significance but not part of final set count.  
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Table 6J 

Published and Unpublished Literature:  Patient Behaviours (n=76) – Communicating (n=4) 
Author(s) & 

Year 
Study Objective(s)   Design Sample Relevant Findings 

**Pinto, 
Vincent, 
Darzi, & 
Davis (2013) 
(UK) 
 
 
 
 

Patient attitudes toward 
‘Participate, Inform, Notice, 
Know (PINK)’ video on 
patient involvement in safety.  
[Participate: e.g. be involved 
in decision-making; Inform: 
e.g. ensure identity confirmed; 
Notice: e.g. be alert to 
possible problems & speak up; 
Know: e.g. if you smoke you 
put your health at risk; taking 
some responsibility for your 
recovery is vital. (p. 30)]   
 

Qualitative 
semi-
structure 
interviews 

36 inpatients Divided opinion on activities such as asking providers about 
handwashing.  Asking about handwashing was seen by some as 
embarrassing and or that it would negatively impact their relationship 
with staff.  One patient noted that it was part of their (staff) training.  
Findings suggestive that patients usually ask about treatment.  Most 
indicated they would notify a provider if something was wrong with their 
care even before the video.  Some saw the video as “basic common 
sense” (p. 31), not adding anything of new value.   One patient suggested 
emphasizing in the video that benefit patients will get by participating.  
Another suggested having someone watch the video with them so that 
they could facilitate the messages in the video. 
 

++Rainey, 
Ehrich, 
Mackintosh, 
& Sandall 
(2013) 
(UK) 
 

Examine the experiences 
and views of patients & 
their family to determine 
involvement (speaking up) 
in promoting safety. 

Data set 
drawn from 
larger 
ethnographic 
study 
(interviews in 
home except 
for one) 

13 patients (long-
term health issue 
experiencing 
acute illness) & 7 
family members 

Speaking up influenced by: ability to know/see changes in health; self-
monitoring, confidence, trust, culture of healthcare.  In hospital, most 
identified a more passive role related to self-monitoring (e.g. blood sugar 
levels).  Notably, four reported speaking up to prevent medication errors.  
Relatives identified their advocacy role and being vigilant, expressing 
worry for those who do not have such support.  Some relatives reported 
speaking up about symptoms, and being reassured when staff took 
action.  Family took a greater role when patients were too ill or 
cognitively impaired.  Many reported trusting the staff who cared for 
them, and valued long relationships with a trusted hospital/clinician.  
Family expressed only being comfortable leaving a loved one once they 
were confident in quality of care.  While speaking up about concerns of 
care limited, on subsequent admissions some had spoken up to request 
avoiding a previous unit/ward.   
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Author(s) & 
Year 

Study Objective(s)   Design Sample Relevant Findings 

Rance et al. 
(2013) 
(UK)  

Examines situations in 
which women felt the need 
to speak up, and the 
distress of not being 
listened to. 
 

Qualitative 
study 
(interviews)  

58 postnatal 
women  

14 women reported raising issues they considered of a safety (urgent) 
nature.  Some described feelings of distress when staff did not 
respond/listen.  The presence of family helped enabling speaking up.   

+Entwistle, et 
al. (2010) 
(UK) 
 
  
 

Explore patients’ & family 
members’ experiences of & 
views about speaking up 
about safety issues.  

Qualitative 
study 

71 individual 
interviews & 12 
focus group 
discussions 
(experience with 
certain health 
conditions or 
interventions 
associated with 
different safety 
problems or had 
filed concern with 
healthcare 
providers) 

Participants had sometimes spoken up about their concerns as they 
occurred.  Speaking up was influenced by: how they assessed its gravity; 
their concern in light of other’s needs & staff workloads; confidence in 
their belief about their concern, roles & responsibilities; consequence of 
speaking up.  “Participants expected health professionals and health 
services to take responsibility for healthcare safety, but generally 
recognized that there were things patients could – and should – do to 
help keep themselves safe (e.g. telling health professional about current 
medication and known allergies)” (p. 4).  Some found it easier to speak 
up if they had been encouraged to participate in their care.  They wanted 
to participate without challenging staff or that might be disrespectful.   
Parents/partners, given their caring responsibility, felt increased 
obligation to speak up (e.g. is provided of mother speaking up to a new 
doctor regarding treatment she knew her son needed).    
   

+Davis, 
Koutantji, 
Vincent 
(2008)  
(UK) 
 
 
 

Examined: 1) patients’ 
willingness to question 
staff about treatment; 2) 
patients’ willingness to ask 
factual versus challenging 
questions; 3) characteristics 
affecting willingness to ask 
questions; & 4) impact of 
doctors’ instructions on 
willingness to ask.    
 

Cross-
sectional 
study 
(survey)  

80 surgical 
patients  

Significantly more willing to ask doctors and nurses factual versus 
challenging questions.  Significantly more willing to ask nurses versus 
doctors challenging questions.  Doctor’s instructions increased patient 
willingness to challenge doctors and nurses.  Demographic influences:  
women, educated patients & employed patients more willing to ask.      
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Author(s) & 
Year 

Study Objective(s)   Design Sample Relevant Findings 

Spath (2007)  
(USA) 
 

Guest column – 
overcoming 
communication barriers to 
enable patients in mistake 
prevention  

Not 
applicable 

Not applicable Authors suggests patients and families have a role to play in healthcare 
error prevention.  She offers that professionals must accept infallibilities, 
and not feel threatened if patients speak up (e.g. asking about 
handwashing).  She argues that most common barrier in engaging 
patients in error prevention is patient-practitioner communication.  
Ineffective communication can limit their ability and willingness to 
become involved.    
 

Spath (2003) 
(USA) 
 
 
 
 

Opinion piece on the need 
for providers to give 
patients a voice in efforts to 
improve safety. 

Not 
applicable 

Not applicable Author suggests today’s patients are more informed (especially given the 
Internet) and knowledgeable about health issues/treatment options, but 
they are more assertive in asking questions. She writes that consumers 
“share a conviction: We have the right to participate as much as possible 
in our health care experience” (p. 38).   She provides 11 actions on how 
patients can contribute to safety – including: speaking up & asking: if the 
provider has you confused with someone else; a situation feels unsafe; 
remind caregivers to mark the site of a procedure.  She notes that 
educating both providers and consumers regarding patient engagement 
must be done.          

+This study found in Doherty and Stavropoulou (2012) Systematic Review noted for information but not repeated in final set count.  
++This study found in Vaismoradi et al. (2014) Systematic Review noted for information but not repeated in final set count.  
**This study is included in Patient Attitudes table given items of relevance. 

 

Table 6K 

Published and Unpublished Literature:  Patient Behaviours (n=76) – Patient Handover (n=10) 
Author(s) & 

Year 
Study Objective(s)   Design Sample Relevant Findings 

Becker 
(2014) 
(USA) 

Patient perceptions of bedside 
shift reporting.   
(Doctoral Dissertation) 

Qualitative 
case study  

14 inpatients 
interviewed 

Bedside shift report perceived as opportunity to be part of care process.  
A time to question and clarify information and become informed.  
Participant reported that he/she liked being part of report so they can 
hear and possibility even correct staff.  



IF PEOPLE WERE KALEIDOSCOPES                                       
 

82 
 

Author(s) & 
Year 

Study Objective(s)   Design Sample Relevant Findings 

Drach-
Zahavy & 
Shilman 
(2014) 
(Israel) 

Quality & scope of patients’ 
participation in handover 
process.  

Quantitative 
& qualitative 
cross-
sectional 
design  

100 handovers 
– observations; 
questionnaires; 
transcripts of 
handover verbal 
content 
(included 100 
patients & 100 
nurses)  

Patients most often initiated communication regarding clarification of 
ongoing care.  Patients view handover viewed as opportunity to get 
information.  An example is given of the patient asking, “what does that 
mean?” (p. 143).  

Jeffs, 
Beswick, 
Acott, 
Simpson, 
Cardoso, 
Campbell, & 
Irwin (2014) 
(Canada)  

Explore patients’ experiences 
and perceptions of bedside 
nursing handover.  

Qualitative 
study 

45 patient 
interviews  

Themes emerged including: handover was a time to connect with staff; 
provided opportunity to ask questions, give input on care, and correct 
information with the nurses.  Feeling comfortable to ask and have 
questions answered was valued.  Several described that they were able to 
identify mistakes, and these could then be addressed.  Most patients 
preferred to be part of them, but some did not see the need (often the 
latter were long-term-stay patients).  Some preferred a more passive role, 
listening only.    

Manias, & 
Watson 
(2014) 
(Australia) 
  

Guest Editorial on patient and 
family involvement in bedside 
handover. 

Not 
applicable 

Not 
applicable 

Authors note that clinical handover is a major source of communication 
breakdown.  “Health professionals should ask patients and family 
members about how involved they want to be in bedside handover” (p. 
1541).  They acknowledge patient/family contribution as vital but as well 
recognize that some patients may not have an interest in being involved.   

Friesen, 
Herbst, 
Turner, 
Speroni, & 
Robinson 
(2013) 
(USA) 

Explore patient perceptions of 
the Introduce, Story, History, 
Assessment, Plan, Error 
prevention, Dialogue 
(ISHAPED) bedside change-of-
shift report process.   
 

Mixed  
methods - 
survey 
questions; 
Interviews 

93 adult 
patients & 14 
parents who 
experienced 
report 
completed 
survey; sub-
cohort of 16 
patients & 6 
parents 
participated in 
interviews. 
 

Patient noted comfort in hearing what was being communicated, and 
being able to agree/disagree or add something.  Patient comments reflect 
that patients should not have passive role and can help improve 
communication.  One patient noted they would feel safer if discussion 
occurs in front of them.     
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Author(s) & 
Year 

Study Objective(s)   Design Sample Relevant Findings 

Wildner & 
Ferri (2012) 
(Italy) 
  

Describe the patient’s bedside 
handover model.  

Action  
research 
using 
questionnaire
s (one for 
patients/famil
y; one for 
staff)  

Hospice 
inpatients - 15 
questionnaires 
completed by 
patients/famil
y members;  
Hospice staff 
– 17 
completed by 
staff 

“All patients/family members considered that the bedside handover 
increased their sense of safety” (p. 219).  A significant number of 
patients did not participate (reasons included patient did not want to as 
not feeling well) and family members were not always present.   

+Flink, 
Ohlen, 
Hansagi, 
Barach, & 
Olsson 
(2012b) 
(Sweden) 

Understanding patients’ 
perspectives about their 
participation in the handover 
process.  

Descriptive, 
qualitative 
study 

23 patients 
with chronic 
diseases 
were 
individually 
interviewed  

Handover from primary healthcare to ER:  examples of patient 
participation included showing their medication list from home; 
providing information on interventions that had helped previously.  
Patients felt empowered but were sometimes too frail to participate, 
instead relying on family.  Some patients noted they always asked if 
primary healthcare provider had received information on hospital 
admission.  Others reported being happy with a more passive role.         

McCloskey, 
Furlong, & 
Hansen 
(2012) 
(Canada) 

Systematic Review Protocol: 
patient, family and nurse 
experiences with patient presence 
in patient handover.    
 
  

Studies to 
include: 
qualitative & 
quantitative 
and 
discussion/op
inion papers, 
etc.   

Not 
applicable 

Completed review could not be found. 

Flink et al. 
(2012a)  
(Sweden) 

Explore patients’ experiences 
and perspectives re: handovers 
between primary care providers 
and inpatient hospital. 

Qualitative 
secondary 
analysis 

Individual & 
focus group 
patient 
interviews 
with 90 
patients in 5 
European 
countries  

“Patients’ participation ranged from being the key actor, to sharing the 
responsibility with healthcare professional(s), to being passive 
participants” (p. i89).  Active participation necessitated: personal & 
social characteristics (e.g. being assertive).  Some patients had difficulty 
understanding received information.  Family members sometimes took 
on the role of giving information.  Some felt professionals should be 
fully responsible for the handover. Some did not have any preference for 
participating or not.   



IF PEOPLE WERE KALEIDOSCOPES                                       
 

84 
 

Author(s) & 
Year 

Study Objective(s)   Design Sample Relevant Findings 

Groene, 
Orrego, 
Sunol, 
Barach, & 
Groene 
(2012) (UK) 
 
 

Explore the patient’s role in 
handovers at discharge and the 
potential additional risks for 
vulnerable patients. 

Qualitative  
study 

Interviews 
with 12 
patients; 6 
hospital 
physicians; 
5 hospital 
nurses; 7 
primary care 
physicians; 
4 primary 
care nurses  

Patients role described as “passive conduit function” (p. i70).  Patients 
did not see role as positive – could not understand technical language; 
could not assess or add to it.  Patients believed process to be a 
responsibility of management/professionals.  

McMurray, 
Chaboyer, 
Wallis, 
Johnson, & 
Gehrke 
(2011) 
(Australia) 
 

Examine patients’ perspectives 
of participation in bedside shift-
to-shift reporting 

Descriptive 
case study 

10 patients 
who had 
experienced 
bedside 
handover 

Patients appreciated being partners in process.  Viewed process as 
opportunity to amend any inaccuracies.  Some preferred passive 
engagement.   

+This study found in Vaismoradi et al. (2014) Systematic Review noted for information but not repeated in final set count.  
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Table 6L 

Published and Unpublished Literature:  Patient Behaviours (n=76) – Diagnostic Imaging (n=1) 
Author(s) & 

Year 
Study Objective(s)   Design Sample Relevant Findings 

McDonald, 
Bryce, & 
Graber 
(2013) 
(USA) 

Synthesize literature 
on patient involvement 
in diagnostic process.    

Literature review Not 
specifically 
delineated.  

The authors address barriers to patient involvement including 
health literacy and communication. They provide strategies for 
patients/families for preventing and detecting diagnostic errors, 
and questions to ask providers.  They acknowledge an imperfect 
health system, and encourage patients to act as “safety net” (p. 
ii36) by, for example, keeping and sharing as necessary items 
such as copies of test results, consultations and discharge 
summaries.  

 

Table 6M 

Published and Unpublished Literature:  Patient Behaviours (n=76) – Health Literacy & Safety Tips (n=4) 
Author(s) & 

Year 
Study Objective(s)   Design Sample Relevant Findings 

Schwappach, 
Frank, 
Buschmann, 
& Babst 
(2012) 
(Switzerland) 
 

Effects of a patient 
safety advisory on 
patients’ risk 
perceptions, perceived 
behavioural control, 
performance of safety 
behaviours, & 
experience of adverse 
incidents. 

Quasi-experimental intervention 
study 
(Intervention was receiving safety 
advisory); Questionnaire given at 
discharge. (Included Yes/No or 
Agree/Disagree response options 
to questions such as whether 
patients asked the provider to 
mark their surgical site; whether 
they asked questions about site 
marking; level of agreement as to 
whether they know how to protect 
themselves). 
 

Surgical 
patients: 218 
in control 
group & 202 
in  intervention 
group 

Patients in intervention group less likely to feel poorly informed 
about healthcare error.  Perceived behavioural control was lower 
in control group.  Control group underestimated risk for infection 
compared to intervention group (significant result).  Intervention 
had no effect on performance of safety-related behaviours.  And 
more common behaviours included: informing provider about 
their medications; and giving provider all information – proactive 
and challenging behaviours were less frequent. Patients in 
intervention group less likely to experience unsafe situations.  
(Notably, healthcare providers were not blinded to the 
intervention).       
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Author(s) & 
Year 

Study Objective(s)   Design Sample Relevant Findings 

*Schwappach, 
Frank, 
Koppenberg, 
Muller, & 
Wasserfallen 
(2011) 
(Switzerland) 

Attitudes toward and 
experience with safety 
advisory. 

Cross-sectional survey 
(All patients admitted to study 
units received booklet that 
encourages patient in safety 
through vigilance, 
communication & 
cooperation; Takes 15 minutes 
to read). (Survey given at 
discharge) 

1053 patients; 
275 healthcare 
workers at 
three hospitals 

75% of patients responding reported to have read the entire 
booklet. 95% of patients agreed that hospital should educate 
patients how to prevent errors.  The survey is based on the Theory 
of Planned Behaviour, focusing on their intention to engage (& 
not was they actually did). Overall, patients had a high level of 
perceived behavioral control & had strong intentions to apply the 
advice.  More than one quarter did notify staff of a potential error.  
Of 5 recommended actions, the mean scores for acceptance and 
actual adoption were 6.0, and 4.3 respectively (p<0.001) (actual 
adoption was highest in asking staff the purpose of a medication & 
inform staff the medication they usually took).  However, 15% of 
patients strongly disagreed that providers would expect them to 
apply the recommendations.  Fear of negative staff reactions was 
reported as the main barrier to applying the advised actions.   
(Advisory created with input from patient/relatives focus groups.). 

Weingart et 
al. (2009) 
(USA) 
 
 

Investigators and 
consumers examined 
patient safety 
recommendations for 
quality, benefit and 
likely patient 
adherence.    

Descriptive, exploratory study 9 investigators 
and 22 relatives 
of the 
investigators 
who were also 
mothers 
examined 
advisories and 
scored them. 

160 distinct patient safety recommendations were identified.  
Mothers rated potential benefit higher than likely adherence.  
Mothers’ scores were higher than investigators.  Notably, 8 of the 
mothers’ highly rated items were among the 25 least frequently 
cited recommendations.      

AHC Media 
(2003) 
(USA) 
 
 
 

Discussion paper of one 
organization’s 
(University of 
Washington Medical 
Center) in developing a 
tool for patients to 
understand their role in 
partnering to create a 
safe care experience.    

Not applicable Not applicable After staff committee created first draft of the tool on safety tips, 8 
consumers were asked to evaluate it.  In the dialogue with consumers, it 
became evident everyone had a different perspective of patient safety.  
The site lead suggests it was not until they read the tool that they 
understood what patient safety was.  Consumers identified that certain 
instructions they were not comfortable doing (e.g. asking about provider 
handwashing).  The developers changed the instructions to have them ask 
everyone about handwashing, believing they would then become used to 
the practice.    

*This study included in Patient Attitudes table given items of relevance. 
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Table 6N 

Published and Unpublished Literature:  Patient Behaviours (n=76) – Safety Tips Available  

Patient Safety Advisories from various websites noted given relevancy to supporting patient behaviours in patient safety.  
(Note: These documents not counted in final set of Scoping Review.)  (See Appendix E for access to these items.)  

Name of Organization Title of Safety Advisory 
Ontario Hospital Association 
(Canada) 

• Clean Hands Protect Lives campaign pamphlet (2008). 
• Your Health Care – Be Involved Acute Care Sector campaign – Tips (Copyright 2006 but titled as 2007 brochure; & Copyright 

at 2006 but titled as 2009 tri-fold brochure).    
Manitoba Institute for Patient 
Safety  
(Canada)  

• Brochures, videos, tips on patient engagement in healthcare to avoid/reduce harm. 
• “Patient Rights and Responsibilities” (no date).  
• “Declaration of Patient and Family Engagement in Patient Safety” (2012). 

British Columbia Patient Safety 
& Quality Council 
(Canada) 

• British Columbia Patient Safety Task Force. (2008). Patient Safety Tips.  Author: BC.  

Government of BC - Health – 
HealthLinkBC 
(Canada) 

• Healthwise Staff.  “Prevent Medical Errors” (current as of September 2014).  Healthwise, Incorporated. 
• Healthwise Staff.  “Navigating your Hospital Stay” (current as of April 2015) which includes topics on: “Monitoring Your 

Medicines in the Hospital”; Preventing Falls in the Hospital”; “Working with More than One Doctor”. Healthwise, 
Incorporated. 

• Healthwise Staff. “Health Tracking Forms and Checklists” (current as of September 2014).  Healthwise, Incorporated. 
Alberta Health Services 
(Canada) 

• Healthwise Staff.  “Safe Hospital Stay: Care Instructions”.  Healthwise, Incorporated.  
• Healthwise Staff.  “Navigating your Hospital Stay” which includes topics on: “Monitoring Your Medicines in the Hospital”; 

Preventing Falls in the Hospital”; “Working with More than One Doctor”.  Healthwise, Incorporated. 
• Alberta Health Services.  (Revised 2016).  “Safer Together – A Safety Guide for Patients, their Family & Friends”.   

Canadian Patient Safety Institute  
including Patients for Patient 
Safety Canada   
(Canada) 
 

• Patients for Patient Safety Canada.  (2011). “Making Your Surgery Safer – What You Need to Know” - pamphlet.       
• Canadian Patient Safety Institute.  (2015). “Tips for Patients and Families” - pamphlet.  
• Canadian Patient Safety Institute.  (2012). “How to Help Prevent Healthcare-Associated Infections:  A Patient and Family 

Guide”.    
• Canadian Patient Safety Institute.  (2010). “Canada’s Hand Hygiene Challenge - How to Speak to Healthcare Workers About 

Hand Hygiene”. 
• Canadian Patient Safety Institute.  (2010). “Canada’s Hand Hygiene Challenge - Frequently Asked Questions”. 
• Canadian Patient Safety Institute.  (2010). “Canada’s Hand Hygiene Challenge – What is MRSA?”. 
• Canadian Patient Safety Institute.  (2010). “Canada’s Hand Hygiene Challenge – What is Clostridium Difficile?”   
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Name of Organization Title of Safety Advisory 
Institute for Safe Medication 
Practices Canada  
(Canada)  
 

• SafeMedicationUse:  Numerous medication safety brochures including:  
• Canadian Patient Safety Institute; Patients for Patient Safety Canada; Institute for Safety Medication Practices 

Canada; Canadian Pharmacists Association; Canadian Society for Hospital Pharmacist; SafeMedicationUse.ca. 
(2016). “5 Questions To Ask About Your Medications When You See Your Doctor, Nurse, or Pharmacist”.  

• Institute for Safety Medication Practices Canada & SafeMedicationUse.ca. (2015).  SafeMedicationUse.ca 
Newsletter: Make Sure You are Heard by Your Healthcare Providers. 6(10), 1-2.  

• Institute for Safety Medication Practices Canada & SafeMedicationUse.ca. (2015).  SafeMedicationUse.ca 
Newsletter:  Tips to Prevent Medication Errors with Your Blister Pack. 6(8), 1-2. 

• SafeMedicationUse.ca. (2011).  “Help Prevent Medication Errors”.  Institute for Safe Medication Practices 
Canada and Health Canada.    

World Health Organization 
(WHO) 
(Switzerland)   

• World Health Organization.  (2015).  “What You Need to Know Before and After Your Surgery”.   
• World Health Organization. (2016). “Clean Care is Safer Care:  Patients have a voice too!”    

http://www.who.int/gpsc/5may/5may2013_patient-participation/en/ 
• World Health Organization.  (2013).  “Hand Hygiene Promotion in Health Care: Tips for Patients”.   

The Australian Commission on 
Safety & Quality in Health Care  
(Australia) 

• Australian Council for Safety and Quality in Health Care.  (2003).  10 Tips for Safer Health Care.  Sydney, NSW: 
Author. 

National Patient Safety 
Foundation   
(USA)   
 

NPSF website:  “The National Patient Safety Foundation provides an array of educational opportunities and resources for 
patients and families.”  Notable brochures include:  

• “Ask Me 3: Good Questions for Your Good Health”.  http://www.npsf.org/?page=askme3 
• “Important Patient Safety Issues: What You Can Do”. http://www.npsf.org/?page=safetyissuespatfam 

Agency for Healthcare Research 
& Quality (AHRQ); & AHRQ 
Patient Safety Network 
(USA)   
 

• AHRQ - numerous Patients & Consumers tips including: 
o AHRQ.  (2011). Be More Involved in Your Health Care: Tips for Patients. Rockville, MD: Author. 
o AHRQ.  (2012). Questions to Ask Your Doctor. Rockville, MD: Author.  
o Notably, “AHRQ – Planning for Care - Preventing Errors” section is now archived, which includes: 

 AHRQ.  (2011).   20 Tips to Help Prevent Medical Errors.  Rockville, MD: Author.  
 AHRQ.  (2007). Five Steps to Safer Health Care.  Rockville, MD: Author.  

The Joint Commission 
(USA) 

“In March 2002, The Joint Commission launched its Speak UpTM Patient Safety Program”.  
http://www.jointcommission.org/speakup.aspx 

Includes materials such as the following brochure to encourage patient involvement. 
• The Joint Commission.  (2010).  Speak UpTM:  Help Prevent Errors in Your Care”. Oakbrook Terrace, IL:  Author.  

http://www.jointcommission.org/assets/1/6/speakup.pdf 
Powell & Stone (2015) The Patient Survival Handbook:  Avoid Being The Next Victim of Medical Error.  Peachtree City, GA: Synesis.  

http://www.who.int/gpsc/5may/5may2013_patient-participation/en/
http://www.npsf.org/?page=askme3
http://www.npsf.org/?page=safetyissuespatfam
http://www.jointcommission.org/speakup.aspx
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Table 6O 

Published and Unpublished Literature:  Patient Behaviours (n=76) – Technology (n=1) 
Author(s) & 

Year 
Study Objective(s)   Design Sample Relevant Findings 

Oermann, 
Hamilton, & 
Shook (2003) 
(USA) 
 
 

To assess the value of 
using the Web to teach 
older adults about their 
role in preventing medical 
errors. 

Pretest – post-test design 
(educational intervention 
using 5 Web sites that 
gave information at 
patient’s role in safety.  
Post-test completed after 
intervention).  

26 seniors 
(Community 
centre that 
served 
senior 
citizens) 

Of the testing, which included 24 true/false questions, the mean 
pretest score was 75%, and the mean post-test score was 92% - 
suggestive that seniors had knowledge of their role in error prevention 
prior to the educational session, but that learning was enhanced.   

 

 

Table 6P 

Published and Unpublished Literature:  Patient Behaviours (n=76) – Rapid Response Team Activation (n=1) 
Author(s) & 

Year 
Study Objective(s)   Design Sample Relevant Findings 

Gardner & 
Hampton 
(2014) 
(USA) 
 

Document evidence 
related to the effect of 
rapid response teams 
activated by 
patients/family on 
mortality and cardiac 
arrest on non-intensive 
care units.  
 

Systematic Review Not 
available 

Completed review could not be found.  [Note: Of 15 references 
provided in the Reference list, only one publication (commentary) is 
linked specifically with this topic, the remaining references address 
patient engagement in safety generally, patient-family centred 
literature, or rapid response teams generally).   
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Table 6Q 

Published and Unpublished Literature:  Patient Behaviours (n=76) – Primary Care (n=3) 
Author(s) & 

Year 
Study Objective(s)   Design Sample Relevant Findings 

Trier, 
Valderas,  
Wensing,  
Martin, & 
Egebart  
(2015)   
(Denmark) 
 

Involving patients in patient 
safety programmes:  A scoping 
review and consensus procedure 
by the LINNEAUS collaboration 
on patient safety in primary care.   

Scoping 
Review  

13 articles & 
5 reports – 
focus on 
primary care 

Weak evidence in support of the effectiveness of patient involvement in 
patient safety.  Most strategies are about speaking up.  Barriers included 
patient characteristics such as lack of education.  Patient experience less 
difficulty participating with a GP than in hospitals.  It is easier for patients 
to complete task not requiring medical or non-confrontational actions.      

Martin & 
Larsen   
(2012)   
(Denmark) 
 

Patient involvement in Patient 
Safety: A literature review about 
European primary care.   

Literature 
Review 

Not 
applicable. 

The Danish Institute for Health Services Research for the Danish Society 
for Patient Safety and the LINNEAUS EURO-PC project.  Examined best 
practice of patient involvement in patient safety in primary care. They note 
the literature is “very heterogeneous” (p. 5).  They suggest this is an 
understudied topic.  (54 page document)     
 

Kingston-
Riechers  
et al. (2010) 
(Canada) 
 

Patient Safety in Primary Care.   Opinion/ 
white paper 

Not 
applicable. 

Systematic review; key informant interviews and roundtable event 
(approximately 50 stakeholders including patient representatives).  System 
for reliably documenting adverse events in primary care lacking.  
Roundtable participants supported findings of literature review and key 
informants.  They agree that unique to primary care is the opportunity for 
providers to build long-term open & significant relationships with patients 
over time, and this has implication for safety.    
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3.2.3  Themes:  Patient attitudes.  In reviewing the subset of 26 items included 

in this scoping review about patients’ and family members’ attitudes and beliefs toward 

having an active role in promoting their safe care, there are three notable patterns.  The 

first is the paucity of available evidence.  Most of the investigators have focused on a 

particular dimension of harm prevention, such as patients’ attitudes toward and comfort 

in asking providers about handwashing (e.g. 4 of 13 studies reported in Schwappach, 

2010 review; Davis et al., 2012), or intervention strategies (Pinto et al., 2013), and made 

inferences from those results to patient safety overall.  A number of investigators have 

used survey methodology to determine beliefs (e.g. Bartlova et al. 2014; Davis, Sevdalis, 

& Vincent, 2011; Rathert, Huddleston, & Pak, 2011b), and it is questionable if this kind 

of approach affords the most effective and fulsome opportunity to obtain the nuances and 

variations one would expect of opinions and beliefs.  The investigators who have used an 

inductive methodological approach (Martin et al., 2013) and with a singular focus on the 

narratives of patients’ beliefs and opinions about their safety involvement (Walters, 

2013), are few in number, suggesting further investigation is required.                        

Secondly, a pattern emerging from the existing evidence indicates patients have 

varied opinions and perceptions about having an active role in error prevention (Doherty 

& Stavropoulou, 2012; Martin et al. 2013; Schwappach, 2010).  There is no consistent, 

unequivocal agreement among patients and family members about their level of 

involvement or role in safety.  For some patients, they see their role as a passive one and 

that safety is not their responsibility.  For others, they believe patients must participate to 

help with harm prevention.  Generally, different factors, values, understanding, and 
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experiences influenced individuals’ attitudes toward this in different ways, resulting in 

ambiguity.      

There are individuals who believe that safety is the obligation of the healthcare 

provider and that patients do not have that responsibility (Martin et al. 2013; Schwappach 

& Wernli, 2010b).  When the patient views their role as a passive one, they are not 

willing to be involved, have more submissive attitudes toward safety (Doherty & 

Stavropoulou, 2012), and believe their only focus is to get well (Martin et al., 2013).  In 

one qualitative study, participants expressed fear that the responsibility of safe care 

would shift to patients, and that the factors contributing to errors were beyond their 

control and therefore they could have little influence (Pinto et al. 2013).       

There are individuals who have an opposing view, believing that patients should 

be engaged in ensuring safe care (Britnell, 2015; Goeltz & Hatlie, 2004; Schwappach, 

2010), see the benefit of it (Schwappach & Wernli, 2010b), and that they can effectively 

contribute to safety (Bishop, 2012; Leuthold, 2014).  Patients have expressed the 

viewpoint that they know themselves best, and therefore need to be engaged and involved 

in sharing that knowledge and ensuring it is not dismissed (Patient Destiny in 

collaboration with Toronto Central LHIN, 2011).  In the 2011 cross-sectional survey by 

Schwappach and colleagues, of 1,053 patients, 95% agreed that patients should be 

educated about how to prevent errors, while Bartlova and colleagues (2014) reported 

having the opportunity to discuss safety issues with care was rated favourably by patients.  

In a small sample of 50 internal medicine patients, 90% wanted to review their 

medication list for accuracy and 94% believed patient involvement and review of 

medications had the potential to reduce error (Cumbler et al., 2010).  Even when patients 
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had difficulty understanding the specifics of what safety engagement involved, the 

willingness to participate was evident (Martin et al., 2013).                                    

The third pattern relates to the second, specifically to those patients and 

consumers who believe they have a role in promoting safe care.  While patients may 

indicate support and favourable attitudes toward safety involvement generally, intention 

to act or actual behaviours may be different (Schwappach, 2010; Walters, 2013).  The 

Theory of Planned Behaviour (Ajzen & Fishbein, 1980) has been used as a conceptual 

framework by several investigators when assessing patient attitudes about engagement in 

safety (Schwappach, 2010; Schwappach et al. 2011; Schwappach & Wernli, 2010b; 

Walters, 2013).  The premise of the theory is that an intention to act is influenced by the 

attitude toward that behaviour, the perceived influence of others, and the perception of 

ease or difficulty of the behaviour (Ajzen & Fishbein, 1980).  Behavioural intent is 

predictive of actual behaviour (Ajzen & Fishbein, 1980).  Schwappach (2010) suggested 

that patient engagement in patient safety can be viewed as “…a special case of health-

promoting behaviour” (p. 122), as such, the theory can be a useful one in explaining and 

predicting involvement.  In conceptualizing patient safety in this way, it is helpful in 

identifying that a patient’s positive attitude about safety engagement does not necessarily 

equate to actual action.  A number of investigators have demonstrated that only 

considering attitude is not sufficient, and that other elements are influential, including 

why a patient will ask about their medications but not about provider handwashing 

(Bishop, 2012; Doherty & Stavropoulou, 2012; Schwappach, 2010; Walters, 2013).  The 

21-item tool to measure views about safety tasks by Elder and colleagues (2007) is an 

example of how investigators are not only asking individuals how comfortable they are 
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with certain activities, but how often they have completed them.  Overall, it is evident 

that one must be cautious of oversimplifying a positive attitude about patient engagement 

in patient safety without consideration and examination of other potential influencing 

factors and qualifiers.          

3.2.4  Themes:  Patient behaviours.  In reviewing the subset of 76 items 

included in this scoping review about patients’ and family members’ behaviours and 

actions in promoting their safe care, there are four patterns.  The first is the increased 

interest in this topic in recent years, and the evolving range and diversity of how patients 

are being involved to support the safety of their care.  The action of patients asking 

providers whether they have washed their hands has been a predominant focus of 

research in this field (Schwappach, 2010).  Davis and colleagues (2015) conducted a 

systematic review of the evidence on the effectiveness of strategies that increase patient 

participation in reminding providers about hand hygiene.  Their review included a total of 

28 articles, and while they noted a number of strategies being examined to increase this 

type of patient involvement, they found the studies lacked methodological rigour, and 

cautioned that because most studies were designed to examine patients’ intention about 

asking, but their actual behaviour may be different. 

In addition to asking providers about handwashing, researchers have investigated 

how patients can participate and take action to support safe care related to other care 

processes, including patient handover (Becker, 2014; Drach-Zahavy & Shilman, 2014; 

Flink et al., 2012a; Jeffs et al., 2014; McMurray et al., 2011; Wildner & Ferri, 2012) and 

medication safety (Heyworth et al., 2014; Macdonald et al., 2014; McTier et al., 2013; 

Myhre, 2007; Schwappach & Wernli, 2010c; Wright et al., 2006).  More recently, 
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researchers have examined areas such as diagnostic imaging (McDonald et al., 2013 and 

primary care (Martin & Larsen, 2012; Trier et al., 2015) to determine if there are 

opportunities for patients to participate in safe care in these settings.  It seems clear that, 

with the increasing attention given to patient and family engagement generally (Carman 

et al., 2013; 2014) and the continued focus on harm prevention, there is greater interest to 

determine how patients can engage and participate in safety-specific practices.    

In searching the unpublished (non-peer reviewed) literature, and although not 

included as part of the final set of this scoping review, the amount of patient safety 

advisories and tips that are available to consumers is extensive.  Healthcare organizations 

and advocacy groups, nationally and internationally, profile numerous and varied safety 

brochures, encouraging patients and family members to engage in safety practices.  The 

safety practices include: asking providers about handwashing; monitoring medications 

while in hospital; checking whether a surgical safety checklist is used; and general 

strategies to prevent medical error (e.g. Government of BC – HealthLinkBC).  The 

evidence, if any, to support these recommendations is rarely noted on the brochures and 

documents.                    

         The second pattern from this subset was the indication that patients are engaging 

in behaviours that promote safe care, either independently in their own ways (Clarke & 

Fletcher, 2004; Macdonald et al., 2014; Pinto et al., 2013; Rance et al., 2013; Wyer et al., 

2015) or as requested to varying degrees (Heyworth et al., 2014; Seale et al., 2015; 

Vaismoradi et al., 2014; Weingart et al., 2011), and that they are aware of safety practices 

occurring in the healthcare environment (Clark, 2010).  The literature is limited, but 

researchers have reported that patients have developed strategies to protect themselves, 
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such as: taking notes; asking a family member to ask a question on their behalf; seeking 

information from the Internet; talking with other patients; learning by listening to 

providers educate each other; and speaking up when concerned (Rance et al., 2013; Seale 

et al., 2015; Wyer et al., 2015).  Additional research is needed, but current evidence 

suggests that patients can and do perform actions to promote their safe care, and positive 

outcomes related to their involvement have been described (Hall et al., 2010).  Hor 

(2013), who is leading several Australian studies to demonstrate how patients and 

caregivers are contributing to their safety, proposes that asking whether patients ought to 

be involved with safety should no longer be an acceptable option (p. 567).   

  A third pattern was patients’ and family members’ behaviours about promoting 

safe care.  A number of investigators have examined factors that influence or impede 

patients’ participation in safety initiatives (Doherty & Stavropoulou, 2012; Vaismoradi et 

al., 2014).  Factors that may support and enhance patient involvement in safety include: 

perceived risk; provider encouragement; perceived self-efficacy (Doherty & 

Stavropoulou, 2012; Davis et al., 2015), and healthcare setting (Kingston-Riechers et al., 

2010).  Issues that may negatively influence an individual’s ability to engage in activities 

to support safe care include: severity of one’s illness; perception of staff work pressure; 

lack of awareness of the benefit of their involvement; engaging in a perceived 

challenging task (versus factual, information-sharing tasks); and belief that one’s role 

should be passive (Doherty & Stavropoulou, 2012; Schwappach, 2010; Vaismoradi et al., 

2014).  There is recognition that there will be different motivators and inhibitors that will 

affect patients’ behaviours related to participating in the safety aspects of their care.      
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The fourth and final pattern was the role of family in advocating for and 

protecting the well-being of another.  Parents whose children are requiring healthcare, 

report and demonstrate a vigilance and protectiveness to ensure they are safe (Clarke & 

Fletcher, 2004; Hurst, 2001; Sandlin-Leming, 2010; Tarini et al., 2009).  Of 130 parents 

of hospitalized children, 63% agreed or strongly agreed that they needed to safeguard 

their child against potential errors (Tarini et al., 2009).  Hurst’s (2001) critical 

ethnography of 12 mothers of hospitalized premature babies, wrote of how mothers’ 

primary action was to watch over and observe their baby and the care processes.  Parents 

advocated on behalf of their child and were prepared to ask about and challenge 

processes if needed (Clarke & Fletcher, 2004), however they were also sensitive and 

cautious as to what and how they questioned (Hurst, 2001).  In the adult setting, the 

family role was equally important and members as engaged.  Family members acted as 

observers, noted in the study by Kim et al. (2015), where family members report 

watching care practices, such as provider handwashing (63% report they agree/strongly 

agree that they observe provider handwashing; n=173).  Family members reported 

speaking up about worrisome symptoms they see exhibited in their loved one and of their 

comfort when action is taken by the provider as a result (Rainey et al., 2013).  Patients 

also called on family members to assist them in ensuring safe care, including asking a 

family member to question providers on their behalf (Seale et al., 2015), and the role of 

family members increases if individuals are too ill or cognitively impaired (Rainey et al., 

2013).  Investigators have included family members in studies about safety and error 

prevention strategies (See et al., 2011), though the investigation of family members and 

their behaviours related to ensuring safe care as a primary focus is limited.  Though not 
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the intended focus of this study, the responsibility of nurses to advocate for patients, and 

to support and encourage them in their own advocacy is also an important consideration.              

3.3  Discussion 

 The scoping review on patients’ and family members’ attitudes and behaviours in 

support of safety while receiving healthcare is beneficial for the depth and scope of 

perspective it affords.  It provided confirmation of the interest nationally and 

internationally, in varying ways and degrees, about patient and family engagement in 

safety.  While there is evidence generally for patients and family members to be active 

participants in safeguarding, a number of factors must be considered, and includes the 

need for additional evidence. 

 There are gaps and cautionary notes in the literature.  There is a need to better 

understand patients’ attitudes and beliefs about engagement in safety, and include a more 

specific focus on family members’ opinions about how they feel about having a role in 

safeguarding.  Investigators have made inferences from one or two safety practices (e.g. 

asking about handwashing) and have generalized to how patients feel on all aspects of 

personal safety.  Also, there needs to be clarity, and consistency in meaning and 

approaches to distinguishing how patients believe they should be, want to be, are willing 

to be, are able to be, need to be, and report being and are observed to be involved in 

safety.  Related to this is awareness that beliefs and attitudes may not translate to actions 

– saying one agrees philosophically with the premise does not mean they will action that 

behaviour in reality.  Conversely, it may be that some consumers do not fundamentally 

agree that patients should have a role, but engage because they have been asked to be part 
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of the process.  It is these complexities and nuances that make investigating this topic a 

difficult one.  

 Based on this scoping review, there are other considerations for future research.  

Most of the existing evidence is focused on hospitalized adult medical surgical patients, 

and primary care has not been extensively studied.  Further, the patients’ and family 

members’ role in supporting safe care is different and evolves or changes during the 

continuum of care (e.g. from emergency to critical care to a medical unit) and in different 

settings (ambulatory versus inpatient) and this is important to understand.  Additionally, 

it will be important to ensure the best study methodologies are used to investigate these 

complex topics, and not approached as an add-on or out of convenience (e.g. survey).  

Also, given this was a scoping review, the quality of studies was not critiqued.  This 

would be an important future step, particularly in light of findings where studies are 

identified as qualitative yet have not followed the premises of that methodology apart 

from content analysis of responses, or describe the study as a systematic review without 

assessing methodological quality.                

To-date, investigators have examined safety practices that they have identified 

and without consideration of patient preferences.  In most cases, the uptake of these 

behaviours has been variable, and lacking consistency.  Further, in many cases, an 

indirect finding has been that patients engage in strategies of their own.  A more effective 

approach when considering patient engagement in patient safety may be to determine 

patients’ understandings and preferences at the point of contact with the healthcare 

system, and strengthen and enhance those self-identified strategies.  An efficient, user-

friendly mechanism for determining this will be required.  Vincent (2010) and Spath 
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(2008) write of the complexity of involvement and the importance of discerning patient 

preferences, and it is offered that greater emphasis needs to be taken in this regard to 

most effectively involve patients and family members in ways that are right for them and 

in support of their safe care.  From a nursing perspective, it may be that the initial nursing 

assessment and history – information perhaps deemed by some as less critical, and done 

fleetingly or not at all – may hold greater value and opportunity than is realized.      
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                 Chapter 4:  Phase 2 – Qualitative Study – Methods 

4.1  Methods 

4.1.1  Overall objective.  My overall objective for this phase of my study was to 

gain insight into the perspectives of patients about their knowledge, comfort level and 

behaviours in promoting their safety while receiving healthcare in a Canadian hospital.   

4.1.2  Research questions.  The primary and secondary questions were:   

Primary Research Question 

1. How do patients and families describe healthcare safety and what are their 

attitudes and beliefs about their role in promoting it while receiving care in a 

Canadian community hospital?     

Secondary Research Questions   

1. What behaviours do patients and families report in promoting their safety while 

receiving care in a Canadian community hospital?   

2. What do patients and families report enables and hinders their involvement in 

promoting their safety while receiving care in a Canadian community hospital? 

3. What information needs do patients report about promoting their own safety 

while receiving care in a Canadian community hospital?    

4. What activities do patients and families report are comfortable to do to promote 

their safety while receiving healthcare in a Canadian community hospital?  

4.1.3  Research design.  I approached this study from the Interpretative paradigm 

with an emphasis on describing and understanding (Herbert & Higgs, 2004).  In the 

Interpretative paradigm, the philosophical stance is idealism, with the belief it is one’s 

“ideas or embodied knowing as the determinant of social reality” – each of us has our 



IF PEOPLE WERE KALEIDOSCOPES                                       
 

102 
 

own reality (Higgs, Trede, & Rothwell, 2007, p. 38).   As such, given my goal was to 

understand and describe how individuals uniquely think about patient engagement in 

patient safety, I chose a descriptive, exploratory design.  Sandelowski (2000) emphasizes 

the value of the qualitative descriptive study, and as distinct from other approaches (e.g. 

phenomenology; grounded theory; ethnography).  She describes it as “basic or 

fundamental qualitative description” (Sandelowski, 2000, p. 335) and offers that it is the 

“method of choice when straight descriptions of phenomena are desired” (Sandelowski, 

2000, p. 339).  Polit and Beck (2017) further elaborate on qualitative descriptive research 

as including questions about, “what are the dimensions or characteristics of the 

phenomenon?” (p. 15), as well as exploration in qualitative research as including 

questions such as, “what is really going on here?” (p. 15).  This descriptive, exploratory 

qualitative design was required for my study as we have limited evidence of attitudes 

about, as well as enablers and barriers to patient engagement in patient safety, and in 

particular from a Canadian context.  It was important for me to understand and learn what 

their experiences were like, with appreciation that each of us have our own perspectives, 

our own truth.       

4.1.4  Setting.  The setting for this research was a community hospital (52 beds) 

in Ontario, Canada.  Much of the work to-date in patient safety has focused on large 

urban acute care settings, yet clearly there is need for investigation of safety as 

experienced by patients across all types of healthcare organizations.  This hospital has 24 

medical/surgical beds, 4 special care beds (level 2 ICU), 22 complex continuing care 

beds and 2 palliative care beds.  The hospital also has a number of outpatient ambulatory 

clinics (e.g. general surgery; ophthalmology; urology; respirology).  Approximately half-
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way through data collection, the complex continuing care unit closed for two weeks as it 

underwent a change to become a convalescent care unit.  I would note that this change 

did not seem to affect recruitment or the types of participants I met, and in most ways 

seemed to be administrative in nature.             

4.1.5  Participants.  The participants for this phase involved adult inpatients or 

outpatients receiving care at the study site.  Inpatient and outpatient settings are both 

vulnerable to system error, so investigating each was important for the purposes of the 

study.  For short stay medical/surgical patients who wished to participate, interviews 

were arranged on the day before or the day of their discharge if feasible.  Complex 

continuing care or convalescent care patients were interviewed either the day before or 

the day of their anticipated discharge.  Individuals attending ambulatory clinics were 

interviewed at a time convenient to them the same day as their appointment.  Family 

members were included in the interview process in support of the patient’s study 

participation as necessary or desired.  While it is recognized that every individual brings 

a unique perspective and life circumstance, sampling continued until there was a sense 

that no novel ideas were being discussed and with appreciation that a degree of variation 

would continue to exist with every new interview.  The following inclusion and exclusion 

criteria applied for participants.   

 4.1.5.1  Participant criteria.  To be eligible to participate in the study, participants 

had to be: 1) able to speak and read English; 2) 18 years of age or older; 3) able to 

provide consent; and 4) medically stable as determined by the healthcare providers.  

Further, for the inpatient group, those who participated must have spent at least one night 

in hospital prior to being interviewed and were about to be discharged.  My reason for 
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doing this was several-fold: 1) my interview questions included perceptions about the 

discharge process in an effort to understand the complete span of their hospital stay and 

every potential opportunity for involvement; 2) participants needed to be well enough to 

talk with me and to have had ample time experiencing the hospital environment and care 

processes; and 3) I felt that participants might be more open in talking to me about both 

positive and negative perspectives if they knew their time remaining in hospital was 

limited. 

  Individuals who are not able speak or read English were excluded from this study.  

Further, those patients who were not cognitively equipped to consent or respond to  

questions as determined by the healthcare providers at the hospital were excluded.          

4.1.6  Interview tools.  The promotion of the patient’s role in healthcare safety is 

a relatively new idea and as such, specific all-inclusive assessment measures of this kind 

are essentially non-existent.  To address this and explore their ‘role’ defined as “a 

person’s …function in a particular situation” (Pearsall, 2002, p. 1240), the interview 

process was based on open-ended questions focused on obtaining a detailed account of 

the patient’s hospital experience (see Appendix F for the Interview Guide).  These 

descriptions provided the necessary data to understand the knowledge and perceptions 

they have about their role in safety.  The open-ended questions I developed and used to 

garner information about their entire hospital experience were based on my professional 

knowledge and common sense (e.g. please tell me why you were admitted to hospital; 

what has your experience been like?).  The focus and or structure of questions depended 

on the purpose(s), for example:  
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1) Focus:  questions related to one’s context (e.g. health status or previous 

hospitalizations, lending insight into the frequency and type of interaction with 

the healthcare system);  

2) Structure:  direct questioning (e.g. please tell me what you think about patients 

being involved in promoting their own safety while they are in hospital); and  

3) Structure:  indirect questioning as confirmation or complement to responses 

given to direct questions (e.g. asking if they had done anything to help ensure safe 

care, suggestive of their beliefs about patient involvement in patient safety).   

As I developed the topics for the questions, I considered the information in existing  

patient advisories (e.g. CPSI, 2010; OHA, 2006) and the study site’s patient information 

booklet (Study Site booklet, 2012), as well as common clinical processes that are also 

referenced in the safety literature (e.g. administration of medications; diagnostic testing; 

& staff hand washing).  I did this so that I could gain insight into whether patients were 

following the directions of the advisories and what opinions they had of the content.  I 

ended interviews by asking participants if they wanted to further comment on anything or 

discuss a new idea or thought, given they now had the perspective of the topic generally 

and of the questions I had asked.  I felt this was an important question to ask as it 

provided opportunity for the participants to reinforce thoughts and beliefs that were 

meaningful to them, as well as provide an opening to introduce new ideas if they felt they 

had not previously had the chance.  The questions were written at a Flesch-Kincaid grade 

level 5 (National Literacy and Health Program & the Canadian Public Health 

Association, 1998).  It is also important to note that an iterative approach was used with 

the interview questions, meaning that as participants identified certain issues or ideas, 
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those concepts were explored with future participants to see if they shared similar 

feelings or perspectives.        

 The open-ended questions were supplemented with an eight-item closed-ended 

questionnaire.  Weingart and colleagues (2011) developed questions (as part of a larger 

questionnaire) they believed targeted patients’ participation in activities that might 

promote safe care.  The authors acknowledged that they could not find a validated 

instrument “measuring patient participation in inpatient care” (p. 270), and this 

necessitated their development of the questionnaire.  The Likert-type questionnaire has 

not been tested psychometrically (J. Weissman, personal communication, November 21, 

2012), though the authors report having ten former patients review the first seven 

questions as part of a cognitive testing process – the final question was not reported as 

being included in that testing process.  In this study by Weingart and colleagues, the 

survey was administered over the telephone (in collaboration with The University of 

Massachusetts Center for Survey Research).  Permission to use the instrument was 

provided by the primary author (see Appendix G).  I would note that I made few wording 

changes to facilitate clarity (i.e.  For questions 1, 2, 4, 6, & 7, I changed the wording from 

“During that (or the) hospital stay…” to “During your hospital stay…”; In question 5, I 

changed the word ‘doctors’ to ‘healthcare team’).                                       

  4.1.6.1  Demographics.  The individuals who participated in the study were 

asked demographic questions.  The questions included: a) age in years; b) gender; c) 

reason for admission; d) length of hospitalization; e) health status; f) previous 

hospitalizations; and g) previous personal experience with adverse events in healthcare.  

Each of these elements may potentially influence how a patient does or does not act to 
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protect their safety while receiving healthcare.  All information was collected from the 

participants only.  I did not conduct a patient chart review.       

4.1.7  Procedure.  The Queen’s University Health Sciences and Affiliated 

Teaching Hospitals Research Ethics Board (REB) and the study site granted ethics 

approval for this phase of the study (see Appendix C for the Queen’s University approval 

letter; the study site approval letter was not included in this copy to protect its identity).  

Once both ethics approvals were received, I spent approximately two weeks (May 30, 

2013 – June 17, 2013) introducing the study to staff and volunteers, and becoming 

familiar with the hospital.  I had only done one site visit prior to starting the study, so it 

was important to understand the setting (including the people and processes) in order for 

me to relate to the experiences of those I interviewed.  Additionally, sharing information 

about the study implementation enabled me to obtain support for participant recruitment, 

and was an important courtesy to staff to ensure they knew who I was and the nature of 

the research conducted on their unit.  Of note, while I targeted my official recruitment 

day to begin June 17, 2013, several keen staff quickly identified participants for me and I 

was able to begin recruiting June 10, 2013, while continuing with my communication 

strategy for the study.    

My first day I completed an orientation day at the hospital, providing opportunity 

to meet the staff (both new and current), as well as gain insight into hospital processes.  

Over the next several days, I introduced myself and the study to the staff on the different 

units and at specific meetings.  These meetings included:  Nursing Practice Council; 

Surgical Clinical Team meeting; Surgical Site Infection meeting; Strategic 

Communications meeting; Medical Advisory Committee; Medication Safety Team 
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meeting.  My attendance at these meetings were recommended and arranged by the Chief 

Nursing Officer (CNO) of the hospital, who I initially worked with closely to ensure I 

met as many individuals as possible (Note: Part of my preliminary work with the CNO 

included meeting with her and touring the hospital prior to my study proposal defense to 

ensure all study logistics were considered and to address any questions she had after 

reading my proposal.).  A PowerPoint handout presentation summary of the study was 

provided at these different forums (see Appendix H for the study PowerPoint 

presentation).   This presentation was also posted on the appropriate unit bulletin boards 

for staff communication.   

This initial time was also the opportunity to collect information about the setting 

in order that the context could be fully described, providing yet another layer of 

understanding to the patient experience.  To understand the context of this setting, time 

was spent collecting details about the organization (see Appendix I for data collection 

form), and this continued throughout the data collection period as new information 

became available.  This included patient safety information such as that found in patient 

admission booklets and posters, as well as policies and procedures.  This information was 

targeted based on my experiential knowledge from working in a hospital, findings from 

the literature, and as identified as relevant by staff or patients.  The hospital at-large, as 

well as unit specifics were examined to determine and understand what patients see, hear, 

and are exposed to during their care experience.   

After this initial orientation component was complete, patient recruitment began 

in earnest.  In the inpatient units, typically I approached a nurse in charge to determine if 

there were eligible patients.  If the nurse in charge was not available and staff were free, 
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they helped identify any eligible patients.  Once these patients were identified, either the 

charge nurse or the nurse caring for the potential participant approached them to see if 

they would be interested in hearing more about the study from me.  The staff members 

used a study recruitment form, originally designed as a one-page handout and then as a 

brochure (see Appendix J & K respectively), to introduce the study to individuals.  In the 

ambulatory setting, the clinic nurse or the administrator coordinator provided patients 

with the study brochure as they waited for their appointment.  If the coordinator or nurse 

reminded them about the study after their appointment and they were interested in talking 

with me, I met with them.          

When I met with potential participants, I reviewed the study brochure (see 

Appendix K) with them and answered any questions.  If the patient agreed to participate 

in the study, and they wished to be interviewed at that moment, they were then given a 

consent form which we reviewed together, and then if there were no questions, they 

signed it (see Appendix L).  Participating family members also signed a consent form as 

able.  Once the consent form was signed and I had provided the patient with a copy, as 

well as retained one for the study file, the interview began.   

I created one hard copy master document with the participant’s name and study 

code, for access only by myself and my PhD supervisor [JM].  Interview packages only 

included the study code.  The participants were given the interview questions (see 

Appendix F for interview guide that includes the participant questionnaire and the 

interviewer guide with additional prompting questions) and after completing the 

demographic questions, the questions in Part 1 (inpatients) were completed first.  I 

audiotaped the interview as well as recorded hand written notes as the participant 
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responded to the questions.  Additionally, I circled their answer to the questions in Part 2 

(inpatients) on my copy of their interview package.   

Every day that I was at the study site, from my first orientation day to my last data 

collection day, I wrote notes in a journal.  Doing naturalistic research, it was important 

for me to take notes on everything I saw and my interactions with staff and patients, as 

well as the details of each interview.          

As the study proceeded, I shared with staff the status of the data collection.  These 

updates were done informally in conversation with staff, as well as via a formal poster 

that was displayed on the units at the approximate mid-point in the data collection 

process (see Appendix M).  At the end of data collection, thank you cards and token gifts 

were given to staff for their support and assistance with recruitment.               

4.1.8  Data management and analysis.  Data management and analysis was as 

follows. 

 4.1.8.1  Data management.  Only myself as the PI and members of my thesis 

committee had access to the collected data.  All data were treated as confidential and 

stored in a locked cabinet in a locked office.  The master participant list was kept separate 

from the raw data.  Additionally, I transcribed the audiotape of each interview verbatim 

into WORD documents.  I created code words for all proper nouns and this was kept in a 

separate code sheet.  Five years from the conclusion of the study, the audiotape, master 

participant document and all hard copy data will be shredded and destroyed.  In light of 

the fact that phase 2 of this study is designed to enable the building of a conceptual 

framework about patient engagement in patient safety, the e-documents will be kept an 
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additional 20 years from the study’s endpoint in order that further analysis may be 

completed as needed.          

     4.1.8.2  Data analysis.  Inductive content analysis was employed for analyzing 

the patients’ narratives to identify prominent themes and patterns (Miles, Huberman, & 

Saldana, 2014).  Figure 5 provides an illustration of the general process I used to analyze 

the narratives and see Appendix N for an example to demonstrate the application of the 

process.  This process involves a first and second cycle coding process, where I coded the 

transcripts in the first phase, and categorized the codes into larger groupings/themes in 

the second phase.  If the transcript included irrelevant components, such as more topics 

that were more conversational in nature, they were not coded.  I would note that, given I 

recorded the entire interview (Part 1 & Part 2 questions for inpatients) and given 

participants often provided additional comments when completing the 8-item closed-

ended participation questionnaire, these were also included in the content analysis. 

Descriptive statistics were used to summarize the demographic data 

(means/standard deviations for continuous data; frequencies/percentages for nominal 

data) and the 8-item participation questionnaire.  PASW Statistics version 22 was used 

for this descriptive analysis.    
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Figure 5.  General analysis procedure (adapted from Miles et al., 2014).  
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4.1.9  Trustworthiness.  To ensure the integrity of this qualitative study, I have 

used a Model of Trustworthiness (Lincoln & Guba, 1985; Krefting, 1991).  In this model, 

it is suggested that four factors be considered to determine the trustworthiness of a study 

– credibility, transferability, dependability, and confirmability.   

The credibility of a study is determined by assessing its truth value (Lincoln & 

Guba, 1985; Krefting, 1991).  The techniques I used to ensure credibility included 

considerable time with each participant as well as with a number of participants, which 

spanned over many months.  Triangulation was also a key strategy (Krefting, 1991), and 

this was achieved by using information from participants, family members, and my 

observations and environmental scan.  Participants were also from different settings – the 

inpatient units including the special care unit, acute care unit, and the complex care unit, 

as well as the outpatient setting.  I had regular meetings with my supervisor at every 

phase of the study and particularly during the interview and analysis process.  Together 

we reviewed the information from the interviews and considered how future steps would 

unfold, as well as the collective meaning of the narratives.  Given the scope of my study, 

I did not have opportunity to conduct ‘member checking’ (Lincoln & Guba, 1985), but 

certainly could see the benefit of re-engaging with participants to confirm and discuss 

emerging themes.  I did however, ask participants their opinions about new ideas 

mentioned by previous participants to ensure concepts were explored in-depth as needed.     

When one considers the transferability of a study, one can consider its 

applicability (Lincoln & Guba, 1985; Krefting, 1991).  It is recognized that each 

participant narrative was unique, and the setting of an Ontario community hospital may 
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limit the ability to make associations, however, the rich, descriptive data from the study 

findings are valuable information for making informed comparisons to other contexts. 

Consistency is the criterion used to assess the dependability of a study (Lincoln & 

Guba, 1985; Krefting, 1991).  I approached this criterion by ensuring the accuracy of my 

transcripts and that my data analyses were auditable.  My supervisor helped ensure the 

accuracy of my transcripts by comparing three typed transcripts against the audio 

recording of the interviews.  I also created a template to outline my data analyses, so that 

it was clearly evident how I examined each narrative and formulated findings out of 

them.  Additionally, while appreciating that every narrative would be unique, I continued 

interviewing participants until I was comfortable that no new general themes were 

emerging.         

Neutrality is the criterion confirmability of a study (Lincoln & Guba, 1985; 

Krefting, 1991).  The confirmability of my study was established in several ways.  The 

review I engaged in with my supervisor for processes such as transcript accuracy and 

analyses helped establish that more than one individual was drawing the same 

conclusions.  I also careful to reflect on my own biases and perspectives through 

journaling every encounter at the study site, even on days when I did not recruit 

participants, as well as continually discussing any concerns or reflections I had my with 

my supervisor.    
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Chapter 5:  Phase 2 – Qualitative Study – Results and Discussion 

5.1  Results and Discussion 

5.1.1  My role as researcher.  The research that I have conducted in the past has 

been in the empirical paradigm, and I admit that it is where I feel most comfortable.  I 

like certainty and am a linear thinker.  As the research questions required a qualitative 

approach, it was important for me to reflect on my own biases and skills as a researcher 

and interviewer in order that, with this awareness, I could more objectively listen and 

respond to participants.  In conducting the interviews I came to realize how important it 

was to be flexible and patient as interruptions were common place.  Further, despite times 

when the units’ activities were heightened, I focused my efforts on being in the moment 

with the participants and ensuring they never felt rushed to talk.  Early on, I was mindful 

of my desire to get my questions answered, especially in light of the dynamic 

environment, and I had to learn to let the experience unfold as it would.   

In my own reflections, I realized how important it was to me to ensure 

participants felt comfortable during the interview, their narratives were respected and 

valued, and that they could trust me.  From the beginning of the interview to the end, I 

was always mindful of placing the participant and their health first, so I made sure to stop 

if someone needed a drink, their lunch came, or other care was required, and shaped the 

flow of the interview accordingly.  I also never wanted someone to feel undue pressure, 

think they did not have the ‘correct’ answers or that their opinions or thoughts were 

wrong in some way.  I was explicit in saying that to participants before and during the 

interview as needed, and reassured them if they, as example, could not remember a 

certain detail or event.  If I was asked what I thought about something or whether I would 
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act in a certain way if I was a patient, I was careful to sensitively re-direct the 

conversation and remind participants that it was their opinions that were most important.  

To install a sense of trust, during the consent process I specifically addressed the 

confidential nature by which I treated their information and completed that process before 

I turned on the recorder.  Participants either read the consent form or I read it aloud, and 

then I asked if they had any questions and answered as necessary.  Although limited, I did 

feel the need to reiterate the confidential nature of the interview when I sensed unease 

from some individuals as they told me certain events, most often related to healthcare 

error or negative care processes.  Given the nature of the information that was shared 

with me, the length of time I spoke with individuals, and the positive feedback I received 

at the end, I feel confident that how the interviews were conducted met with my 

objectives.                                      

During the interviewing process, I also sought to clarify if a response was vague 

or there was room for interpretation.  Initially, I also found that I had to guard against 

offering answers to participants if they hesitated.  At the same time, it was important that 

the interview flow as a normal conversation would, without prolonged pauses or silences.  

As I progressed, I learned that if I did offer an idea, I got their validation of it or not, and 

it was not recorded as their original idea.  From my perspective, I only noticed one 

participant become more animated when the recorder started, as though she was making 

an extra effort to ensure she said the ‘right’ thing.  Further, when asking participants the 

final eight participation questions which were designed with Likert-type responses, I 

gained greater appreciation of the layers through which individuals viewed certain issues.  

They would select an answer, but then describe additional nuances or qualifications.  It 
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was something I had not anticipated, yet it illuminated for me the value of talking with 

participants who often provided more fulsome perspectives of their opinions, something 

that might have been lost using another methodology.  It impressed upon me, that as 

much as I might have wanted neat black and white answers, there were many shades of 

gray regarding healthcare needs and experiences.  Participants’ experiences were not 

simply compartmentalized into ‘good’ or ‘bad’, there were variations and provisos.   

Additionally, I came to realize with greater appreciation the complexity of language, 

particularly ‘healthcare jargon’ and the potential for miscommunication.  The process 

made me pay greater attention to how individuals defined certain things – myself 

included – and to ensure that innuendos or ambiguities were attended to and clarified.                      

Initially I was an outsider to this study site, and was learning just as much as the 

participants in some cases.  However as I came to know the staff and the processes, I felt 

more like ‘an insider’ by the end of the data collection process.  There were several key 

staff members who helped in my data collection and became accustomed to the type of 

participants I was recruiting.  They became engaged in the process of recruitment.  These 

individuals were typically in ‘charge nurse’ positions and had knowledge of the patient 

population on their respective units, making them ideally suited to determine who might 

qualify for the study.  I never felt that those helping me were selecting one patient over 

another for certain reasons, but they focused on my inclusion criteria.  I would also 

acknowledge that in my time when I was getting to know the study site, prior to data 

collection, I found myself responding positively to the people I met and the processes I 

saw.  I was mindful of this during the interview phase as, despite my own bias and 

favourable views of the setting, I needed to remain neutral and free of judgement 
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regarding whatever assessment participants made, which also included critiques of other 

organizations of which I was familiar.  I will not claim perfection in this, but do believe I 

was honest and matter-of-fact in my approach.          

5.1.1.1  Stages with the data.  For this phase, I conducted all interviews and 

completed all transcriptions and analyses.  Stuckey (2014) notes the importance of 

accuracy in the transcription process and its relation to the quality of the analysis, and as 

such I spent considerable time ensuring I had not transcribed any words inaccurately.  My 

transcriptions included every ‘um’, ‘ahs’, incomplete words/sentences, slang, pauses, 

interruptions, etc., so that every detail was captured in written format (note: the direct 

quotes used in this document have been edited for ease of reading).  I also made 

considerable effort to ensure the transcripts reflected the ordering of who said what if the 

participant (and family member as relevant) and I happened to speak at the same time.  If 

I was ever in doubt of hearing a word/phrase, I would highlight that component with 

indication of my query and what I believed the word(s) might be.  Further, if there was 

question of a participant’s intention or meaning, this too was noted and highlighted as 

such.  Additionally, I included moments when the participant or family member laughed, 

emphasized a point with their voice, whispered, etc., as this can be suggestive of an 

underlying meaning (Graneheim & Lundman, 2004).  I began every transcript with a 

paragraph(s) detailing how I had come to meet the participant in their surroundings and a 

brief description of the setting and their appearance.  I finished every transcript with 

another paragraph(s) where I included such items as, what I had done at the end of the 

interview after the recorder was stopped (e.g. re-arranging my chair to where it was pre-

interview) and any notation of any additional conversations.  By doing this work, I 
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became immersed in the words of the participants and by virtue of hearing and reading 

the interviews multiple times, I was better prepared for future interviews as well as 

completing analyses.         

5.1.2  Participants.  The process of participant recruitment and descriptions of 

the individuals interviewed is as follows.  

5.1.2.1  Recruitment procedure.  The approach in garnering participants for this 

study was purposeful in the sense that participants were intentionally selected – as they 

always are in qualitative approaches – for their appropriateness in answering my research 

questions (Coyne, 1997).  I was open to interviewing participants in any of the three areas 

in the hospital (short stay medical/surgical unit including the special care unit; complex 

care/convalescent care; ambulatory outpatient clinics) as long as they met my inclusion 

criteria.   

The process of recruiting participants from the inpatient units was successful.  

While there were periods when few patients met the eligibility criteria, the process of 

identifying and asking patients of their interest seemed to work effectively.  I credit this 

to the fact that time was taken to introduce the study to staff, and the ease of use of the 

recruitment brochure which served to quickly remind staff if they had forgotten the 

details as well as quickly introduce it to patients.   

The recruitment process in the ambulatory clinics presented more of a challenge.  

The process was designed so that clinic staff (administrative or clinical) provided patients 

with the study brochure as they waited for their appointment.  It would not have been 

conducive to try and interview them prior to their appointment given most interviews 

took at least 30 minutes and the length patients had to wait for their appointments was 
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unpredictable.  As possible, staff reminded patients of the study after their appointment, 

however this did not seem to be as consistent and patients were quick to leave once their 

medical issues were addressed.          

The majority of the interviews were conducted in the patient’s room, with six 

interviews completed in the meeting room on the complex/convalescent care unit and two 

in empty clinic rooms in the outpatient setting.  There was no convenient meeting room 

in the acute care unit.  For those I interviewed in their room, they might have been in a 

private room or semi-private room.  If a roommate was also present, I checked with the 

participant to ensure they were comfortable with talking to me in front of that individual, 

and no one expressed a concern.  When I interviewed individuals in their room, they 

either remained sitting/lying in their bed or were seated in a chair.  I sat in whatever chair 

was available and ensured the recorder was placed between the two of us, typically on the 

bedside table.  When family members were present at the time of interviewing, they sat in 

chairs nearby the patient.  As feasible, I closed the room doors/curtains to reduce noise 

and distractions, but this did not stop providers, roommates, and visitors from entering as 

needed.  The meeting room and the clinic rooms, afforded a more quiet space, but still 

did not always prevent interruptions.  If we were interrupted by an event (e.g. phone call 

for participant) or by an individual, I either stopped the recorder or let the individual 

know the session was being recorded as appropriate.  I acknowledge the challenge of 

completing interviews when there is an assortment of distractions competing for one’s 

attention, however I believe it provided a true picture of what individuals were 

experiencing and it often allowed them to point out objects of interest and elaborate on 

activities taking place that we might not have otherwise discussed.  At the end of 
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interviews, I made sure to re-position items as they were before and that participants were 

comfortable and had what they required, or escorted them to their rooms as needed and 

answered their questions.  Rightly or wrongly I took these as indication that a certain 

rapport and comfort had developed enough for them to ask – a positive sign that the 

interviews had gone well.  I had no problem responding to these questions, and felt it was 

the right thing to do as they had provided me with so much.  Overall, the length of 

interviews ranged from 21 to 71 minutes, with a mean of 38 minutes.     

I initially followed the questions exactly as outlined in the interview guide I 

created, however as both my comfort level increased as an interviewer, and participants 

disclosed new ideas, this evolved over the course of the interviews.  As example, when 

participants revealed to me that they had experienced an error, apart from getting the 

details of the incident, I probed further with new questions such as, “How did that make 

you feel?” and “Did that change how you interacted with the healthcare system in the 

future and if so how?”  Participants spoke to me about their discomfort in asking 

providers about hand washing, yet expressed no concern/fear in asking about their 

medications.  As relevant, I began to explore with participants why they thought there 

was this difference.                        

5.1.2.2  Participant descriptions.  I did not know any of the participants (or their 

family members), who I recruited between June 2013 and early March 2014.  The final 

number of participants included 16 men and 14 women, for a total of 30.  Also included 

were four family members (mother of participant; daughter of participant; husband of 

participant; wife of participant), however no detailed personal information was sought 

from these individuals apart from the contributions they voluntarily added to the 



IF PEOPLE WERE KALEIDOSCOPES                                       
 

122 
 

conversation.  The family members were not actively recruited, but were welcomed into 

the conversation if they were already present or arrived during the discussion, and the 

participant wanted to include them.   There were ten individuals who told either the nurse 

or myself that they did not want to participate (7 inpatients; 3 outpatients).  The reasons 

included: one ambulatory patient had a headache and wanted to leave; one thought she 

had already participated; one thought the interview might be too long; two wanted to 

leave to go home; two were not interested; two refused to see me giving no reason; and 

one was expecting family and did not indicate a convenient time.  For those who did 

participate, as the study evolved, I began asking participants if they would agree for their 

first names to be used in published documents.  This was not captured in the first several 

interviews (n=6), therefore names have been created for them.  Twenty-one individuals 

indicated their names could be used (which has been done), one asked that I create a 

name, and two stated their name could be used however they expressed particular 

sensitivity to information that was shared so I have chosen to use pseudonyms for those 

two individuals as well.                     

General descriptors of the participants include the following.  The youngest 

participant was 40 years old, the oldest 93 years old, and the average age was 71 years 

old.  Ten individuals were being cared for in the acute care unit; nine were in the special 

care unit; five were in complex care; four were in convalescent care; and two were in the 

ambulatory setting.  All of the participants had had previous interaction with the 

healthcare system for different reasons (e.g. hospitalization for childbirth; outpatient 

procedure; inpatient surgical procedure; urgent care treatment).  The participants’ reasons 

for their admission were varied, including but not limited to: suffering a stroke; receiving 
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care post-surgery that was performed at another site (e.g. knee surgery); pneumonia; 

chest pain; blocked bowel; broken ankle; broken shoulder bone; cholecystectomy; bowel 

surgery; bleeding ulcer; cataract surgery; complications related to congestive heart 

failure; complications related to chronic obstructive pulmonary disease (COPD); and 

pancreatitis.  Notably, ten individuals reported having fallen as their reason for or linked 

to their admission (e.g. as a result of some underlying health condition or treatment, or 

environmental cause).  The participants’ health histories were diverse as well, with some 

describing multiple health conditions (e.g. diabetes; asthma; arthritis; irritable bowel 

syndrome; osteoporosis; multiple sclerosis) and requiring several medications.  While 

every effort was made to interview participants as close to their confirmed discharge date 

and time, some discharges were tentative.  I acknowledge that the participants were not 

screened by their diagnosis, though I did not note any important differences, with the 

diversity reflecting ‘typical’ hospital units.  The only link I did question, was that those 

who had had an injury or surgery that affected their mobility, seemed more attune to fall 

hazards – as one might expect.                  

As part of the demographic questions, I also asked participants if they or a family 

member had experienced healthcare error as a result of the care they had received.  I did 

not limit it to their current hospitalization, but included any experience they wished to tell 

me.  I also wanted participants to define and describe ‘error’ as they saw it and as such, I 

was not prescriptive.  Participants gave their response and then, as needed, I would seek 

their understanding of the definition, which in some cases caused them to rethink and 

reframe their response.  As well, the discussion related to this question typically occurred 

early in the interview, however if indicated, I clarified as to whether other events were 
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viewed as an error if the participant mentioned a negative issue at a later point.  

Participants often had other insights and examples to share that did not always get 

addressed when I asked the question about error, so I also noted when participants used 

such words as ‘mistake’, ‘misread’, or ‘fault’.  Table 7 is a summary of the participants’ 

responses.     
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Table 7 

Participant Reports of Healthcare Error 
Name Age Participant  

Report of Error 

Yes 
No 
No* (but care issue/other) 
Unsure if classifies as error 

Details of Error or Care Issue 

Mary 74 Unsure Participant is not sure if her following example classifies as an error, but she sees C. diff & VRE as a 
problem and wishes they were eliminated, having experienced both several times. 

Sue 82 No* Participant reports no experience with healthcare error, but that she has a low tolerance to medication and 
has adverse reactions.  Describes her dismay at the lack of cleanliness at another site.  Identified a 
problem with the bed controls at the study site, as well as once feeling frustrated when could not get 
personal care in timely manner.     

Sarah 90 No  

Aidan 75 No* Participant reports no experience with healthcare error, but later describes issue at another site when his 
intravenous went dry & panic of wife when she could not find a provider, given her fear of air in the 
tubing.  

Paula 64 YES Participant’s initial ‘yes’ response related to her husband who was told for two years his headaches were 
sinus infections and after X-rays misread, found it was cancer.  In a second instance, she describes 
finding out her husband had Stage 4 prostate cancer, despite check-ups, PSA tests & assurance from 
physician results would be fine after husband had TURP.  Participant later references other healthcare 
issues such as: 1) seeing four physicians and receiving four different diagnoses (without suggestion of an 
X-ray) for her broken shoulder; 2) urgent care provider mixed-up gender/diagnosis when first meeting; 3) 
falling at another site when couldn’t get provider support in timely manner to go to the washroom; & 4) 
needing to get HIV & hepatitis testing done as equipment for a particular procedure was used repeatedly 
instead of single-use.     

Ross 79 YES Participant describes an incident many years previous, when there was a discrepancy between what the 
physician and pharmacist believed to be a correct medication dosage, and despite the pharmacist 
checking with and questioning the physician, the physician’s ordered dosage was given, which resulted in 
the participant getting double the dose he should have, causing an adverse reaction and hospitalization.     
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Table 7 

Participant Reports of Healthcare Error continued 
Name Age Participant  

Report of Error 

Yes 
No 
No* (but care issue/other) 
Unsure if classifies as error 

Details of Error or Care Issue 

Marilyn 67 YES Participant indicates that the reason for her current admission [broken femur] is the result of being 
erroneously prescribed an osteoporosis medication for too long without having ‘rest periods’ from it.  She 
also referenced the fact that her mother was on the same drug and got esophageal cancer, but noted that 
that side effect wasn’t known at the time and she wasn’t certain how long her mother had received it.          

Dan 54 No  

Barb 87 YES Participant describes a missed test by her physician that was “caught” by an assistant, which resulted in a 
cancer diagnosis and her hospitalization within a week of that discovery.   

Russ 74 No* Participant’s initial response to the question is ‘no’, although he feels every doctor has got a different 
opinion and they should be more in contact with one another.  Later in the interview he tells me that he 
has had the experience of being in his physician’s office when he has been confused with another patient.    

Mike 59 No* Participant’s initial response related to his wife’s ongoing condition [approximately 20 years] which 
healthcare providers have not been able to successfully diagnose and treat.  When asked if he believed 
this to be an error or omission, he reframed his answer saying he guessed it wasn’t so much either an 
error or an omission but that it was time-consuming and frustrating. 

Fred 85 No  

Cindy 51 No* Participant initially responds ‘no’, noting she has had excellent care, except at another site.  She describes 
the poor nursing care at the other site, specifically the fact that she was left to lay in feces and blood for 
an hour and a half [she hemorrhaged related to her Crohn’s].  Additionally, she reported that any time she 
rang the call bell, they were very un-attentive, and one might see them an hour later.  
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Table 7 

Participant Reports of Healthcare Error continued 
Name Age Participant  

Report of Error 

Yes 
No 
No* (but care issue/other) 
Unsure if classifies as error 

Details of Error or Care Issue 

Ilah 93 YES During her description of the reason for her admission, the participant describes the fact that the 
providers, based on X-ray, did not believe she had broken anything [bleed only], and sent her home.  She 
would return the same day due to the pain and inability to manage.  A second X-ray completed after a 
week revealed she had a cracked pelvis.  She stated that the X-ray was initially ‘read’ wrong or 
incorrectly taken. Additionally, when asked the question about error, the participant recounted an issue in 
her childhood wherein an error could have been made.  A group of providers could not determine the 
cause of brother’s fever, and had identified possibilities that in the end would have been wrong.  One 
physician requested permission to manage the care & operate, and in the end he saved her brother’s life.  
Further, when recounting her health history, this participant identified that her first heart attack was in 
hospital at another site and was the result of an inappropriately high rate of intravenous fluid.  When 
discussing errors, the participant confirmed her belief that the medical order was a mistake.  In talking 
about error, she provided an additional example from her childhood wherein healthcare providers did not 
explain to her what her procedure involved, leaving her distraught and with the belief that her leg might 
be amputated.  The participant also described an ‘awful’ time at the study site when she could not get 
help to get to the washroom.      

Arthur 40 No* Participant reported no experience with healthcare error.  Participant indicated his current plan to change 
his physician based on his actions during the participant’s present admission as well as past interactions.  
He recounted being told his symptoms were all in his head, though the physician later denied the 
comment in front of family.  The participant did not understand his action of “rubbing” his feet and 
checking his glands when he was having chest pain.   

Maria 77 No* Participant reports no experience with healthcare error.  Participant’s daughter shared a past experience 
when her father, still recovering and in a hospital gown, left another healthcare facility without the staff 
being aware of his departure. 
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Table 7 

Participant Reports of Healthcare Error continued 
Name Age Participant  

Report of Error 

Yes 
No 
No* (but care issue/other) 
Unsure if classifies as error 

Details of Error or Care Issue 

Wanda 66 No* Participant responded that she had no experience with healthcare error, but did add that when she first 
started taking a pain medication she was prescribed many years previous, she did not think there was the 
awareness of the risk factor in taking the dosage she was given.  She was told she could take as many as 
7 pills a day if she wanted.  She believes that that has now caused her to have other health problems.  

Mildred 69 YES Participant describes incident when her daughter had a mammogram and the report was not sent to her 
physician.  When she finally went to see her physician, the physician asked if she had had it completed.  
She indicated ‘yes’, and eventually discovered she had 4th stage breast cancer.    

Anne 81 No  

Gene 76 YES Participant describes past experience at another site, when he was receiving treatment for bladder 
tumours and protocol was not followed (intravesical treatment was to stop with any sign of blood) 
causing his liver and kidneys to fail.  Participant also described another incident when asked this 
question, and while he stated he couldn’t call it an error, he identified that prior to his bladder tumours 
diagnosis, his family physician found blood in his urine and did not see it as needing urgent follow-up, 
unlike his specialist who he was being treated by at the time for an enlarged prostate.  The specialist told 
him he couldn’t wait.  These two examples were referenced when asked about errors, however during the 
interview, the participant also described his dismay at the lack of cleanliness, and non-attentive, non-
caring attitude of staff at another site.   

Jerry 78 No  

Kevin 64 No  
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Table 7 

Participant Reports of Healthcare Error continued 
Name Age Participant  

Report of Error 

Yes 
No 
No* (but care issue/other) 
Unsure if classifies as error 

Details of Error or Care Issue 

Ron 76 YES Participant recounted past experience many years previous when he was told by his physician that the 
discomfort he was feeling was a muscle spasm.  The same day, still in distress and believing that 
something more was wrong, he went to the hospital to discover he had a burst appendix. He changed 
physicians after that incident.  In another past incident related to his knee, he describes his perspective of 
a physician who he thought didn’t believe him and who wanted him to walk like a duck to demonstrate 
the problem – an unreasonable request in his eyes given that if he could, he would not be seeking care.  
His viewpoint regarding error related to the fact that he didn’t appreciate the physician’s attitude as he 
felt the physician thought he was lying about his condition, or misdiagnosed him, as the end result 
revealed he had no cartilage in his knee. 

William 71 No  
 

Larry 62 YES Participant recounts that previously his wife had an operation for polys [viewed as basic from his 
perspective] at another site, and the bowel was cut.  He described that she endured the harm for a week, 
and then an emergency ostomy was required.  He believes she never completely recovered and continues 
to need the ostomy.       

Elizabeth 69 No  

Henry 53 YES Participant describes receiving another person’s medication when he got his delivery from the 
community pharmacy.  He noticed it was wrong before taking any medication.    
Participant also details negative care at another site, where he did not feel respected, that staff were 
unkind to him, didn’t care and at times, were too rushed to assist with basic care.   

Shirley 89 No  
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Table 7 

Participant Reports of Healthcare Error continued 
Name Age Participant  

Report of Error 

Yes 
No 
No* (but care issue/other) 
Unsure if classifies as error 

Details of Error or Care Issue 

Peter 85 No* Participant initially indicated ‘no’, but then added he previously had experienced a medication reaction 
that required him to be taken to hospital.  Further, he described a time when he received a dye while 
undergoing a procedure, and suffered a severe allergic reaction – so severe, he worried he might die.  As 
well, he recounted that once at the study site, when attempting to go to the washroom, he fell backward 
hitting his head on the sink.  Additionally, he told me he had learned a lesson from his brother who, on 
one occasion, couldn’t remember if he had taken a medication (pill bottle) – the participant talked with 
his pharmacist and got his own blister pack.        

Otis 58 YES Participant describes a past error (over 20 years ago) in his mother’s care, when she received what he 
believed was an incorrect dosage of a strong medication without the necessary monitoring (e.g. blood 
testing).  Awareness of its negative effect came too late, as her kidneys were already damaged and 
ultimately she needed kidney dialysis.  He believed that, given the distance she lived from the physician, 
it precluded regular monitoring and control.  He stated that it was years later that healthcare providers 
recognized it as an error.        

 The total responses included: 11=Yes (36.7%); 1=Unsure (3.3%); 9=No (30%); 9=No but care issue/other (30%).   
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5.1.2.3  Data collection endpoint.  After each interview, I made notes on each 

participant to reflect on the person as I observed them and general impressions I was left 

with regarding their insights and perspectives.   I also completed notes on the 

environment the day I conducted the interview.   I then completed verbatim transcription 

of the audio recordings of the interviews.  Based on my knowledge of the literature, my 

own experience, and my understandings of the people I had interviewed, I stopped data 

collection after I had interviewed 30 participants, with contribution from four family 

members.  I felt confident that I had significant depth of information, and also recognized 

that, given the nature of what I was asking, I would never reach saturation in the sense 

that everyone’s experience would be different but that common themes existed.  I knew 

my goal was to develop a tool to assess patient involvement and that what I had learned 

was robust enough to begin development of a tool, which would then be pilot tested with 

another group of participants in a subsequent study.   This was a beginning phase only, 

and it was a large enough group of individuals to see variation, but not too large to 

preclude an in-depth exploration of each case (Sandelowski, 1995).     

5.1.3  Environmental scan.  Prior to as well as during the period when I was 

interviewing participants, I tried to be observant of the environment and practices and 

processes that were occurring.  It was not in any way meant to make judgement about the 

study site, but rather to understand in a different way what patients would see and hear so 

that I could better appreciate and relate to what they were telling me.   

In my experience as an observer at the study site, I found the setting to be very 

clean and well organized.  Upon entering the main hospital door there was signage about 

smoking and the need to be a certain distance from the hospital if one wants to smoke.  
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Hand sanitizers are also readily available upon entering and throughout the hospital.  

While it seemed apparent to me that everyone could use them, I found in talking with one 

participant that no one had told her about them, leaving me to wonder if these had been 

inadvertently recognized as something for staff and visitors, and more education was 

needed for patients.  At the main entrance, one is immediately and typically greeted by 

volunteers, welcoming and providing direction or assistance as needed.  As part of the 

environment, I was aware of the overhead paging, something I was not used to.  When 

one participant noted how he appreciated the quiet of the setting, I wondered if this could 

be even further enhanced by a different paging system.   

In regard to written safety materials, different resources were available.  During 

my orientation, I was provided a package of patient information that was identified as 

being given to most patients on admission.  The folder contained: 1) a 12-page booklet on 

patient information (with similar information on the hospital website) that focused on 

such items as, Your Healthcare Team, Creating a Safe Environment, Visitors, Your 

Hospital Stay, Your Feedback is Important to Us, Patient Rights, Patient Responsibilities, 

Our Volunteers Make the Difference, and The Hospital Foundation; 2) a pamphlet on the 

DAISY Award given to annually to a nurse, 3) a one-page document on Infection 

Prevention; 4) a pamphlet on smoking and associated regulations; 5) a pamphlet on 12 

tips to prevent falls; 6) a pamphlet on substitute decision-makers; and 7) a pamphlet on 

home safety.  I found that none of the participants had or could remember receiving this 

package.  In the outpatient setting, near the entrance, a bookshelf of resources is available 

for patients and family members on a variety of topics.  I did find a brochure published 

by the Ontario Hospital Association on Your Health Care Be Involved (no date), as well 
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as a provincial publication on Keeping you safe and healthy (2008) addressing 

handwashing.  Apart from hospital forms for room costing, the printed materials 

identified to me by participants included material on hospital-acquired infections and 

procedural information for having an angiogram or cataract surgery.     

The patient rooms were varied in size, but typically bright and accommodating.  

The rooms I saw had clocks, and whiteboards, though participants were not always sure 

what the intention was for their use.  For one participant who had suffered a stroke, I saw 

a yellow sign near her bed indicating ‘talk to nurses before giving food or liquids’, which 

she was aware of as well.  Some rooms were smaller than others, and it was one 

participant who identified to me how difficult it was to move around the room with 

equipment and chairs/tables in such a confined space.  The outpatient setting was also 

clean and well organized.  There were chairs immediately outside the various procedure 

rooms, and the rooms I was in were also neat and ordered.     

The orientation I participated in, as well as what I learned from exploring and 

talking with staff on the units, demonstrated keen attention to safety policy and 

procedures.  I read different materials that declared: Safety is everyone’s responsibility, 

and among the staff responsibilities outlined in the orientation package, included the 

statement: Actively listens and addresses patient and/or family concerns recognizing the 

importance of patient involvement in their care and how they contribute to patient safety 

and the reduction of harm.  The interactions I observed between staff and participants 

was always respectful and attentive.  What was more difficult as an observer to discern 

was how staff practiced and worked with patients about their contribution to patient 

safety.             
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5.1.4  Main themes.  The narratives of the 30 participants (and four of their 

family members), were varied and uniquely personal.  In describing their past and current 

healthcare experiences and preferences, they directly and indirectly revealed their 

perspectives on patient engagement in patient safety.   Five main overarching themes 

emerged from the discussions: Personal Capacity; Experiential Knowledge; Personal 

Character; Relationships; and Meaning of Safety.  The main themes were further detailed 

into sub-themes.  Personal Capacity was sub-divided into:  Physical and Emotional 

Health; Comprehension; and Awareness.  Experiential Knowledge was sub-divided into: 

Emotional Effect; Seeing Patterns; Realizing Reality of Error; and Influence on Action.  

Personal Character was sub-divided into: Temperament; Worldviews; What I Do for Me; 

and Choices and Judgements.  Relationships was sub-divided into: Family and Friends; 

Professional Providers; and Other Patients.  Meaning of Safety was sub-divided into: 

Values and Priorities.  Within each of the sub-themes, more depth and specifics were 

outlined to provide greater scope and view of each overarching facet. Figure 6 is a visual 

representation of the 5-Facet Framework for Patient Engagement in Patient Safety.  In 

illustrating these themes, I have used the words of participants, and while every 

participant is quoted at least once, I acknowledge that some individuals were cited more 

frequently as their descriptions were often more fulsome in nature (i.e. Marilyn, Barb, 

Arthur, Wanda, Gene, Henry and Otis).                
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Figure 6.  The 5-Facet framework for patient engagement in patient safety. 
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5.1.4.1  Personal capacity – Physical and emotional health. 

5.1.4.1.1  I was in really bad shape for a while.   When I spoke with participants, I 

asked them to describe a number of experiences including, as example, their admission, 

interaction with staff, and testing processes.  In telling their experiences, how they were 

feeling physically was often referenced, particularly related to admission.  As a result of 

the severity of their health condition, some either could not recount specific details of a 

particular event or believed their illness/injury had prevented them from doing something 

at a particular point in time, e.g. ask a question.  The health reasons for this included 

being in pain, difficulty breathing, and generally feeling unwell.  Barb is an articulate 87 

year old woman who described her admission as, It’s just a blur.  She had fallen 

backward off a four-step cement step and hurt her back.  She reported not being able to 

move, being in pain, and that she was, Out of it, I think, I don’t know.  At a point later in 

the interview, when Barb and I were talking about whether she felt she had adequate 

knowledge about how to ensure safe care, the idea of timing and feeling well enough was 

eloquently summarized when she said,  

I very much would like to be told when I come in and when they know that I’m 
listening, that I can hear them, what I can expect, what I can expect in 
medication, what care I expect, what they want from me, can I help them in their 
routine.   
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Russ, a 74 year old man, came to the hospital in the early hours one morning due 

to difficulty with his breathing.  He too admitted lack of clarity on some specific 

admission details, stating, Because I wasn’t good.   The severity of his condition was 

evident in his mind as he reiterated later in the interview his appreciation of the first 

responders, saying, I’m thankful I’m alive, I couldn’t get no air.  Russ also believed that 

his health status had influenced his ability to act had he wanted.  I asked him, given he 

indicated he did not know the purpose of some tests, if he had asked questions.  He 

responded, At that point no.  I wasn’t in any condition to ask questions.  When I asked if 

he thought he would have asked had he been feeling better he said, I would have asked if 

I didn’t know what they were.  And why they wanted to do what they wanted to do when 

they wanted to do it. 

 Ilah recounted a similar narrative of a previous admission.  When talking of her 

understanding of tests such as blood work and their purpose, she framed her response 

specific to the early stage of an admission, and noted, I don’t know as I did in emergency 

because I was kind of sick the first time I came in, because I would of had pneumonia for 

one thing and didn’t know it.  And I just had the heart attack and when I fell I hit my 

head.  Ilah identified that her health condition limited her capacity for involvement at a 

particular stage.            

When I met Marilyn, a 67 year old woman, admitted with a broken femur which 

she understood was the result of taking Alendronate for many years with no interruption.  

Her story was slightly different in the sense that in the early stages of her injury she 

seemed to have an awareness of events, describing,  

Because it was definite an emergency, the real fear was because it was the femur, 
it’s the largest bone in the body, the hardest one to heal, the real fear was blood 
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clots travelling and killing me instantly.  I still have to keep taking these blood 
thinner shots, I have to give myself for the next 13 days.  So that was a fear of the 
staff and of course me hearing it.   
 

However, when she told me about her interaction with healthcare providers and how 

often she felt well enough to be able to talk with staff, she qualified her answer saying, I 

was really sick at the beginning, [chuckles], so I would probably say ‘usually’, because I 

was really in bad shape for a while.  For her, feeling well enough to talk to staff did not 

occur all the time given her condition, yet that did not mean that in those same instances 

awareness of some things was not occurring.  

Mike is a 59 year old man, who described the severity of his health condition 

upon arriving at the study site, yet was able to also recount details and a degree of 

awareness regarding the events of his admission.  He talked about waking up in the 

morning and his equilibrium was off, to the point where he felt he was literally bouncing 

off walls.  He was ultimately admitted with a bleeding stomach ulcer, but talked about his 

condition in the early stages of arrival, saying,  

I mean I had no knowledge that I was going to be admitted.  But in all honesty 
when I walked in here yesterday, I was glad I made it this far.  I didn’t think I was 
going to make it.  I honestly felt I was going to die.  I couldn’t breathe. I was 
hyperventilating and I was a mess.   

 
Despite the severity of how he was feeling, he too described awareness and had 

recollection of certain processes and activities, including how quickly a doctor came to 

see him and how long he stayed in a room in Emergency.    

 I heard about other challenges with one’s physical capacity as well.  I talked with 

Gene, a 76 year old man, who was admitted for abdominal surgery.  When we discussed 

how often he felt well enough to talk with the staff, his answer was also tempered, noting, 

I’d say always.  Except when I first came out of surgery I wasn’t with it.  And when 
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discussing the same question with Sue, an 82 year old woman who was in hospital after 

having suffered a stroke, she noted, I felt well enough but my mouth wouldn’t work.  And 

I kept biting my lip.   

5.1.4.1.2  Safety involvement – If I was able.  While the participants’ narratives of 

their health conditions and its varying implication on their behaviours (both implicit and 

explicit) was striking, when I specifically asked about their views on patient involvement 

in patient safety, the importance of considering one’s health in that context was 

additionally substantiated - for many they answered in the affirmative but conditional on 

one’s physical well-being.      

Jerry, a 78 year old man admitted with pneumonia as well as discovering he has 

diabetes, spoke to me about having a good admission.  He came to the study site by 

ambulance, and he described coming in through Emergency as, It was very thorough and 

very fast and they handle it well.  Beyond this general awareness though, Jerry had strong 

feelings that due to his health in the early stages he could do little else.  When asked what 

he thought about patients participating to promote their safety and whether they should be 

responsible for safety, he told me,  

No.  When I walked in here I didn’t know what day it was, so how you going to 
think about anything else…like your depending fully, fully, fully on the nurses.  I 
feel a bit better since yesterday.  I could use the washroom, I could get up and go 
on my own.  And I’m fine but when you’re that sick, eh…[I offer: ‘you can’t’] You 
can’t.  You need help.    
 

He was then able to confirm for me that he believed any kind of involvement depended 

on one’s stage of illness, saying, Depends stage you’re in.  People don’t realize, I didn’t 

realize…pneumonia is like getting a double blast of a shotgun.  Until you’re in it…  Jerry 

believed one’s physical well-being influenced one’s ability to take action.    
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Several other participants qualified their answers about patient involvement in 

patient safety as being dependent on physical health.  Mike said, If they’re able to, I think 

they should always be involved.  Arthur, a 40 year old man admitted for chest pain, told 

me, I think they should if they’re capable of it.  I mean when I throw my stuff, like my 

linen or whatever, I’ll just put it away for a trip hazard.  Sue explained to me,  

It depends on what, whether you’re able to.  Like I’m smart enough that I block 
myself in with this when I go back to bed.  And I pull myself up and I don’t move 
until I’ve got a hold of it. [participant indicates the walker].  But I know one poor 
old man fell out of bed here.  So obviously he couldn’t help himself.   
 

Henry, a 53 year old man diagnosed with pneumonia, similarly agreed telling me,  

No they should help, they should help too if they can.  If there’s any way at all 
they can help makes it easy—if you know your meds or bring, least bring or write 
them down and bring them in---by telling them everything you take that’s pretty 
helpful to them.  I think you should take some responsibilities in your own hand in 
that department.    
 

When I asked Mildred, 69 years old, if she thought patients should be involved in safety, 

she said to me, I think so.  If I’m able to and I don’t think they’re doing it right.  In a 

similar vein, Mary, who was in hospital for therapy after back surgery, drew attention to 

the fact that assisting with error protection based on one’s own knowledge and alertness, 

depends on what you’re in for and how you’re feeling.     

In talking with Cindy, a 51 year old woman who had had a cholecystectomy, she 

told me she was, not really in that good of health, dealing as well with Crohn’s disease, 

asthma, as well as depression and panic and anxiety disorder.  When I initially asked her 

about patients being involved in promoting their own safety while in hospital, she 

responded, If they’re well enough to get up and do it, yes, but if they’re too sick to do it, 

then they should have enough faith and trust that the doctors and nurses will do it 
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properly for them.  As we talked more, I asked her to tell me whether she thought she 

should be responsible for protecting her safety.  She responded,  

To a certain point, but I think that the hospital should be the ones that really look 
out for your best interests and protect you…when you’re admitted I mean, they 
have a higher power than you do and they should make sure that you’re going to 
be well protected and kept safe, and looked over well.   
 

When I summarized her belief that it is not a responsibility as a patient, and asked her to 

tell me more about her reasoning, she replied,  

No I don’t.  I just feel that when the person is sick and that, they should be taken 
care of and kept safe and protected…and not have any worries, because you’ve 
got enough worries yourself when you’re sick, you’re under enough strain and 
pressure worrying about what they’re going to do and how things are going to 
turn out….so you shouldn’t have any other worries.  

 
For Cindy, involvement of any kind was gauged by one’s well-being, which included 

consideration as well of one’s mental health.  I would hear a similar theme when I talked 

with Larry who, when we discussed whether he asked questions if he did not understand 

or wondered about something, he admitted he was depressed and did not care enough to 

question about anything.      

When I spoke with Aidan, a 75 year old man, he told me he had been admitted 

because of terrific pains in his abdomen related to a blocked bowel.  He talked favourably 

of the study site, but in discussing if he would do anything different when receiving 

healthcare in the future, he said he might if he returned to another site where he hadn’t 

had as favourable experience.  I asked him what he might do differently, and he replied,   

Probably check some things first when we, like…or keep a closer eye on what was going– 

if I was able...  Again the qualification and recognition that one might not be feeling well 

enough to act.   
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Finally, in my interview with Barb, the potential limitations associated with one’s 

physical health emerged in two more instances when talking about involvement in one’s 

safety.  The first was when Barb guardedly told me of an error she believed had occurred 

in her care as her family physician had missed something, but someone else caught it.  

When I asked her if that event changed how she interacted with healthcare members, she 

told me, Not with healthcare.  I’m a little bit on the alert with the doctor.   In trying to 

understand her meaning of ‘on the alert’, I questioned whether this might include more 

monitoring, she said,  

Probably.  But I’ve been well.  I don’t know how I’ll feel when I’m not.  And the 
time is coming, when - well I’m there now, when I’m not, and I’ve got to depend 
on him.  Who else is there?  He knows me.  He’s known me for a long time.   
 

I note that at this time Barb seemed to be struggling with her doctor’s suggestion of her 

going to a care home, which she did not feel ready for, and I wondered if this contributed 

as well to her seeming discouragement at the potential loss of control related to a number 

of issues that her physical health might impose.  Barb could also see the health 

vulnerability of others and the effect on them, and this was evident when she gave her 

answer about whether patients should be involved in patient safety, stating,  

I think they should and I think if they see something going on with another patient 
in your room I think that you should, be heard, I don’t think you should sweep 
that under the carpet at all.  It should be brought to somebody’s attention.  
Because the person might be too sick to bring it up themselves.    
 
The sub-theme of Personal Capacity – Physical and Emotional Health emerged 

from my interviews with the participants and became clear in a number of ways.  First, as 

the participants’ described their healthcare experiences, many talked about the severity of 

their illness/injury and of not being able to do something because of it.  As well, 

individuals described the evolution of their illness/injury, and as one might logically 
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expect, the early stages of their illness/injury or operative procedure were often the most 

intense.  However for some, this did not necessarily mean that their illness or injury 

completely prevented them from a certain degree of involvement or awareness.                

Secondly, when asked about their viewpoints regarding patient involvement in 

patient safety, a number of participants who agreed with the premise, qualified it by 

saying that illness/injury might, however, preclude them from being engaged.  The 

participants’ perspectives in this regard made explicit what I had indirectly surmised from 

their health narratives.  It affirmed the importance of considering physical health when 

determining potential readiness for engagement, and illuminated the important issue of 

one’s mental health (e.g. feelings of worry or stress) and its influence on capacity to be 

involved.        

One will not want nor be effectively engaged if they are suffering in any way, be 

it pain, dyspnea, disorientation, stress, or other such conditions.  While for many the early 

stages of their hospital encounter clearly limited any kind of real engagement, each 

trajectory was unique, and can potentially ebb and flow as conditions vary.  No one point 

in time for engagement will be right or wrong for everyone.  It will vary with the 

uniqueness of each individual as they progress through their illness/injury.  One’s 

personal capacity related to physical and mental health must be considered if one is to 

effectively engage patients in safety activities.   

5.1.4.2  Personal capacity – Comprehension. 

5.1.4.2.1  I couldn’t tell you because it’s too many big words.  The details the 

participants provided in the interviews often revealed their comprehension and 

understanding of certain healthcare conditions and processes.  As example, the way they 
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described their health diagnoses or talked about the tests they had completed, gave insight 

into how they did or did not understand issues related to their health.  My conversation 

with Mildred provided a good illustration.  Mildred told me that the healthcare providers 

thought she had previously suffered an undiagnosed stroke which resulted in her losing 

all strength in one of her feet and reliance on a wheelchair for moving around.  When I 

interviewed her during her current admission, she said she was admitted for fluid 

retention, noting swelling in her legs and stomach.  I asked her if they had determined 

what the cause of this was, to which she replied, Oh I couldn’t tell you because it’s too 

many big words.  But it’s all gone now anyway.  When I clarified if they told her what the 

cause was, she said, No, well they did but I didn’t totally understand.  And there was too 

many words in there that I didn’t understand.  But I feel fine now, so [she chuckles].  

Mildred did not grasp the underlying cause for her health condition and accepted the 

extent of her understanding.  Notably, in complimenting the staff at the study site, Henry 

described the fact that they, Explain things to you, they’re not just throwing a bunch a 

numbers or these big words at you.  

 Other participants spoke of additional issues that they found confusing and didn’t 

understand.  Ross, a 79 year old gentleman, who had had previous hospitalizations, talked 

to me about care routines, specifically the staffing, noting, I find like a different nurse 

every day kind of confusing.  Ross also hesitated in answering me regarding his 

admission date a few days previous noting, I lost track - something that other participants 

could not exactly identify either.  Dan, a 54 year old man, highlighted a similar issue 

when we talked about the tests he had undergone and their purpose when I asked him if 

he was told their purpose, and he said, Yah, they told what it was the other day, I forget 
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what she said now though – there’s three different tests.  Fred said something similar, 

telling me, I’ve had blood work done.  It was three different times.  What they’re doing 

with it I don’t know. 

 Conversely, as example, Russ and Henry demonstrated an understanding of 

monitoring processes.  Russ, hospitalized because of his congestive heart failure and 

associated breathing difficulty, was quick to stop the interview when he realized his 

oxygen saturation monitor wasn’t on his finger saying,  I should have my fingers on, I 

just, where’s, that I took off….this is a little late…here it is.  Sorry about that, I had, 

supposed to have that on my finger.  Henry, having been hospitalized a number of times, 

also stopped our discussion when he heard an alarm/beeping sound that he could not 

discern and asked me to tell him what his oxygen saturation reading was on the monitor 

which he could not easily see.  The sound was actually external to the room, but when I 

told him the reading was 93-94, he replied in a relieved voice that that was pretty good 

and we then continued the interview.  Additionally, Russ also told me that the he hadn’t 

received information on his medications until he asked, and then noted that, But if you 

had an older person, older than myself, maybe they wouldn’t comprehend anyway so.          

5.1.4.2.2  Safety involvement - I just wonder how some people understand it.  The 

participants’ narratives elucidated their unique and variable capacities for understanding 

and comprehending healthcare system processes and health information.  For some, their 

admission that they didn’t understand or couldn’t remember, highlighted the importance 

of recognizing individual capacities, and was made more compelling when it was 

specifically referenced by the participants when discussing patient engagement in patient 

safety.  Maria is a 77 year old woman who I interviewed with her daughter in the 
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ambulatory setting, and she questioned whether everyone could understand to the same 

capability how to engage effectively in safety.  Her initial response when asked about 

patient involvement in safety awareness was, Oh yes, I guess so.  Sensing reluctance, I 

probed further, asking her if she thought patients should be participating to ensure safety, 

to which she answered, To a certain extent, mm-hm.  Then she told me that she qualifies 

her answer because, I just wonder how some people understand it.  Like I’m getting old 

but not so that I can’t understand anything, with her daughter then adding agreement.  

Maria confirmed that she thought patients should be engaged in safety but only if they are 

able to understand and can participate accordingly.  Maria’s focus was not on one’s 

physical wellness regarding engagement, but rather whether one had the cognitive 

capability to be effectively involved.  

 Similarly Otis talked about one’s cognitive ability and its relationship to safety 

engagement.  Otis, a 58 year old man who had open heart surgery a year ago, told me he 

was admitted to the hospital this time because of fluid around his heart and lungs making 

it difficult to breathe.  When we talked about engagement in patient safety, Otis told me,  

If one is so sick that they don’t know what they’re doing and saying and thinking or any 

of that type of thing, then I would think the trust would be, should be there.  That the 

medical staff can--know what they’re doing… He confirmed that if patients are too sick 

they should not be responsible, saying, They shouldn’t, no, they shouldn’t have to be, 

because they are not capable, in my way of thinking.  Otis considered the full scope of 

one’s capability when thinking about the possibility of engagement, which included one’s 

capacity to comprehend and know.   



IF PEOPLE WERE KALEIDOSCOPES 

147 
 

The sub-theme of Personal Capacity – Comprehension was perhaps an expected, 

logical finding but participants both demonstrated and articulated their views on the 

relevance and importance of this factor when considering engagement.  Participants drew 

attention to the fact that individuals will differ in their capacity to understand and to 

remember.  This type of capacity can influence if and how engagement can occur.             

5.1.4.3  Personal capacity – Awareness. 

5.1.4.3.1  I don’t really pay attention.  As participants talked to me, it became 

clear that one’s capacity to observe and one’s awareness differed between individuals.  A 

striking example was seen when I talked with Arthur, whose mother was present when I 

conducted the interview and who also eagerly participated.  This was only the second 

time Arthur had been hospitalized, differing from his mother who seemed to have had 

more interaction with the healthcare system both for her own health and that of her late 

husband.  In discussing the practice of staff hand washing, Arthur admitted he didn’t 

know if they had, saying, Maybe they are, I’m just not noticing, or paying attention. 

Arthur’s mother then spoke, adding, I’ve seen them using that [hand sanitizer].  Arthur 

responded, saying: Yah, see I don’t really pay attention.  I’m bad.  The difference in what 

they each observed was revealed in another example when Arthur’s mother mentioned 

the ER gown that is designed with a ‘wash your hands’ reminder.  Their conversation was 

as follows.       

Mother:  That gown you had on from Emerg – had    
Arthur:  I didn’t. 
Mother:   that on it,  
Arthur:  Yah, I dunno. 
Mother:  eh?  Yep.  
Arthur:  I dunno.  I just seen it. I know it had a plastic thing on it, but I didn’t...  
Mother:  Yah, it said, ah, wash your hands.  And I thought that was a great idea.    
Arthur:  I didn’t even – I just---I knew something was on there, but I didn’t… 
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Mother:  Well I notice things like that.  Older, wiser [said in teasing manner]. 
 

This example provided insight into differences in observation, notably between patient 

and visitor.  And the example of staff hand washing and recognition that it might have 

gone unnoticed by participants was not unique to Arthur.  There were other participants 

who mentioned it too, and one example was given when it was noticed after the fact. 

 An unexpected finding related to perception and observation was participants’ 

keen sense and awareness of other individuals in the hospital, be it other patients or staff.  

An example was Sue’s observation of environmental services staff, and how she was 

aware of their work patterns, Because laying there you’ll see them going in and out.   I 

have dedicated a separate section specifically on Relationships, but note it here given its 

relevance.  I was struck at times by the detail a participant provided me about another 

patient’s condition or experience.  For some, there was awareness and sensitivity to staff 

as well, such as their routines, how they interacted with other patients, or if something 

seemed ‘off’ with them.  It was an issue that was mentioned by both inpatients and 

outpatients, wherein they spoke of observing other patients and healthcare providers.         

The sub-theme of Personal Capacity – Awareness emerged from my discussions 

with participants.  Observation and awareness of hospital processes and procedures 

varied between participants, with some more acutely aware of certain things than others.  

It suggests, that for some, perhaps there is an untapped capacity that, given the right 

circumstances, could be more effectively employed. 

5.1.4.4  Summary personal capacity.  The theme of Personal Capacity emerged 

from my discussions with participants and some of their family members.  Their 

descriptions revealed differing forms of capacity – their physical and emotional health 
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capacity, their capacity to comprehend, and their capacity to observe and be aware.  The 

events of their narratives illustrated these different forms of capacity, with degree and 

extent varying.  This finding was also affirmed when participants specifically addressed it 

in their thoughts about patient engagement in patient safety.  For many, the premise of 

safety involvement was supported, but was often qualified that one must also be capable 

and able.  One’s capacity, specifically one’s physical and emotional health, 

comprehension and awareness, is a consideration for engagement in patient safety.     
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5.1.4.5  Experiential knowledge.  I believe the participants I interviewed were 

most forthcoming in honestly sharing very personal stories with me.  They told me about 

positive and negative situations that had occurred during their current admission.  They 

told me about their favourable and not-so favourable experiences at other hospitals or 

healthcare settings.  They also spoke to me about events that had happened to family 

members or friends either at the study site or elsewhere.  I feel it is important to 

acknowledge this here and to recognize that each of the situations they described had 

influenced in some way their thinking or understanding.  Given the focus of my study, 

often the most revealing and relevant insights were heard when participants told me of 

times they believed they had experienced a healthcare error, in addition to their 

descriptors of everyday care routines.  These types of experiences, which had occurred 

often many years in the past, shaped their way of knowing and feeling about healthcare 

safety, and inspired the theme of Experiential Knowledge.  In telling me what had 

happened during these experiences, their feelings, what they learned, and their actions or 

inactions were also conveyed. 

 For this theme in particular, and to give context to the group as a whole, 

understanding the diversity of their healthcare safety experiences is important.  In 
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speaking with the 30 participants (including four family members), eleven individuals 

told me they did not think they had ever experienced a healthcare error.  Eight individuals 

responded ‘no’, but then some qualifications were given (e.g. noting an allergic reaction) 

or care issues were later revealed.  One individual was unsure if her example of 

Clostridium Difficile (C. diff) and Vancomycin-resistant Enterococci (VRE) but, having 

suffered both, she told me, I wish it was fixed.  The remaining eleven individuals told me 

of their circumstances where either they or a family member had encountered a 

healthcare incident, and in some instances several cases were described.  Two individuals 

described incidents related to their current admission, one of which had caused the 

hospitalization.  Six individuals reported errors related to medication (e.g. getting the 

wrong dosage; receiving someone else’s medication; incorrect administration of 

intravesical therapy).  The remaining individuals described issues such as misdiagnosis; 

misread tests; neglected testing discovered by another resulting in cancer diagnosis; test 

results not received by family physician which indicated fourth stage breast cancer; 

inadvertent surgical ‘nick’ to bowel; and mismanagement of equipment sterilization 

procedure necessitating follow-up blood work.          

5.1.4.6  Experiential knowledge – Emotional effect.  A number of components 

were illuminated within the sub-category of experiential knowledge – emotional effect.   

5.1.4.6.1  Healthcare error – Anger/fear.  Despite, for most, experiences of 

healthcare error were in the past, emotional responses were still evident.  Paula, who had 

experienced healthcare challenges, first spoke to me about her husband and his care.  

After she had described some of the issues, I asked her how those events had made her 

feel, her response being,  Anger.  Wondering why in hell you could pay for PSA tests and 
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have them regularly and yet something like that can go undetected.  Larry’s feelings 

regarding his wife’s care were also still very present and painful.  He told me,  

Yah [name of organization] sucks.  Because my wife went in for a simple 
operation for polys by [says physician name] there and he screwed it up and he 
nicked the bowel and she filled full of poison for a week and he had to do an 
emergency ostomy.  And she’s been stuck with that ever since, and she never did 
recover quite fully—wonder it’s why she’s in the home.   
 

When I asked him what it had been like for him, he replied, Wasn’t the greatest.  I spent 

a lot a time in the hospital.  Mildred, having to watch her daughter endure a cancer 

diagnosis, clearly recalled her anger regarding a lapse in care when she told me,  

My oldest daughter, whose fifty-five, went for a mammogram in [name] and they 
never sent her report to her doctor.  And by the time [daughter’s name] went for 
her check-up, the doctor said to her did you go for a mammogram and she said 
yah.  They never sent the report to the doctor.  And here she was in her fourth 
stage of breast cancer at that point.  And we were all very angry at that time...she 
turned out to be fine but it sure scared everybody.   

 
Even Russ, who told me he had not experienced any healthcare errors, expressed a degree 

of frustration and anger that his current condition had not been identified earlier, telling 

me,  

Why didn’t the doctor see there was something, more than I could see?  I wasn’t 
trained to diagnosis myself.  When I was in his office I felt pretty good.  But he is 
the doctor, he looked at me he ought to know if I’m good.  So that was Monday, I 
see him and then Monday night late, well early Tuesday morning, here I am [in 
hospital].   

 
The fear Gene experienced during a previous healthcare mistake was veiled in his words 

saying, I just almost died, while Ron was parsimonious in how he described the emotions 

of his past experience, simply saying, That was scary.     

5.1.4.6.2  Healthcare error empathy – I mean anyone could make a mistake.   

Participants also expressed understanding when discussing issues of healthcare error.  

Henry told me of a past incident when, having just got out of the hospital, he got 
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someone else’s medications delivered to him at home.  He told me, They gave me the 

medicine and it wasn’t the right one and lucky I caught it because I don’t know how 

much harm it would have done but it would not have been good.  Reflecting on the event, 

he said, No I just looked at it as a human mistake and it happens, and I mean we all make 

mistakes.  I didn’t make a big deal out of it.  He confirmed his forgiving approach saying, 

Oh yah, I’m an easy going guy…it didn’t hurt me so.  Barb offered something similar 

telling me, We all make mistakes, while Gene and his wife told me about his incident, 

with his wife noting, I mean everybody makes mistakes.  Ron told me about his doctor 

diagnosing him as having a muscle spasm and how, upon returning home, he still felt 

there’s something wrong.  Given his continued concern and ongoing discomfort, he went 

to the hospital only to discover he had a burst appendix.  Ron still seemed to have a hard 

time grasping what had happened to him but said, I’ve forgiven the man but I could of 

died that’s what gets me.  Otis’ experience with his mother’s healthcare issue illustrated a 

number of the concepts – the upset and difficulty of seeing a family member suffer 

because of an oversight, the anger expressed by some in his family, but the ultimate 

resolution and understanding that errors can happen.  He told me, They gave her too 

much of the wrong medication and it burned her kidneys out, and then she required 

kidney dialysis.  He described to me the following.   

It was the dosing and the way that they didn’t control it – it’s like, I guess if you 
take some strong medication they keep track of it by taking blood and all that kind 
of stuff.  So they didn’t monitor because she was in [name of place]…so the 
doctor’s was quite a ways away.  So there was no control.  

 
When asked his feelings, he said. 

 
When she went on dialysis and I saw how she suffered and then suffered through 
trying to do homecare dialysis and then having to travel, probably close to two 
hundred miles – one way – to have dialysis three times a week.  It was not a nice 
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thing to see a family member going through, but nevertheless I can’t say anything 
about the hospital that she was going through this with because they were over 
and above to look after her with her dialysis.  It was human error.  You know 
some of my family was going to say well let’s sue and all that kind of stuff but we 
never did, because it’s, you know it’s, it was a trial and error…it ended up that 
my mother said no.  This was a good doctor...and it fell through the cracks...  

 
When asked if his mother forgave, he was emphatic: Oh yes. Most definitely.  His 

response was the same noting, Oh yes....I mean anyone could make a mistake. 

5.1.4.6.3  I can sleep the night before I have my next one.   Experiences could be 

comforting or could lead one to worry even more.  Maria, having just had her cataract eye 

surgery, identified, I can sleep the night before I have my next one. [she chuckles] I was 

nerved up last night I guess.  Maria, having experienced the procedure first hand, and 

now knew to a greater extent what to expect, was assured and comforted as she 

approached the prospect of a second surgery.  Other participants expressed a similar ease 

if they had encountered something previously, such as Mary, who told me about a 

medication she was taking and how they always seem to change the dose when she 

comes to hospital.  She was not sure why they did this, but she did not feel the need to 

question as she said, But I’ve been in before and they did the same thing.  Otis did not 

feel the need to ask any questions either about the tests he underwent, saying,  That I 

don’t know for sure if they told me, but I knew what was involved because of going 

through it before.  Ilah was able to compare a medication administration process that 

occurred at her care home to what she witnessed in hospital.  She was not surprised to 

hear that ‘one or two’ of the nurses wanted her to swallow her pills in their presence as 

this was a practice she had come to know where she resided.    

 For some participants, experiences that either had happened or were new, invoked 

fear or worry.  Mary talked to me about her concern regarding hospital acquired 
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infections, saying, I am concerned since I have, both times being in hospitals - I don’t 

know where I got it, but picking up these hospital germs.  The severity of C. diff was 

uppermost in her mind telling me, It’s just about finished me off.  Despite her favourable 

opinion of the study site, her past experiences made her fearful, saying,  

I’m scared to come in the hospital because of getting that C. diff---that’s a 
dreadful, dreadful thing.  And the longer I stay in the hospital the more I start 
worrying about that and wondering again what chance I have of getting 
something.   
 

For Sarah, she found that any changes or new experiences made her fearful.  She said, I 

panic and anything new makes me feel unsafe - new and change.  Gene and his wife 

talked to me about a negative testing experience he had had at another site, which his 

wife described, Severely hurt him.  She went on to say, with his confirmation, But they 

were not gentle.  Remember how much pain you had.  And he was scared when the girl 

came to do it here.  But then he says ‘oh my god’---you hardly even felt it.  Gene’s 

previously negative experience made him anxious about having to endure the procedure 

again, but fortunately there was a positive outcome.   

The experiences of participants evoked different emotions.  Depending on the 

nature of the experience, participants described emotions such as anger, worry, or 

compassion. Participants also gained confidence and comfort in attaining certain 

experiences, while unknown situations induced trepidation.  For some, the passing of 

time did not diminish the degree of emotion aligned with these events.  In light of this 

and if one is to engage and involve patients most effectively, it is offered that 

understanding the emotional effect of participants’ experiences must be a consideration.                  
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5.1.4.7  Experiential knowledge – Seeing patterns.  Participants talked to me 

about experiences that ultimately revealed how they looked for patterns in these events, 

learning from them. 

5.1.4.7.1  When I’ve been over before they ask me.   In talking with some 

participants, it became clear that their way of knowing and understanding the healthcare 

environment and what might be expected of them, was to look for routine or 

commonalities in their experiences.  This perhaps afforded a certain control in a 

seemingly vulnerable and dependent position.  Sue experienced a certain routine and 

when that changed one day, she tried to make sense of it.  She told me,  

But I notice things like, normally they take your vitals around twelve o’clock at 
night - they didn’t last night.  And this morning I was up early because I heard 
[name] walking in the hall, and sat down and I kept thinking they, usually take my 
vitals before they bring my meal and they didn’t today.  They must have been busy 
or something. 
   

Ilah looked for patterns too, noting to me,  

Yesterday wasn’t great, my bed didn’t get made till about three in the afternoon 
and it wasn’t my nurse, it was somebody else.  And I had to phone to get - I have 
to ask for the Tylenol, they put me on that.  They were giving it to me every four 
hours and I have to ask and I phoned so I could have it for lunch.  It was brought 
in about two in the afternoon.  I don’t know what happened yesterday to her.  And 
she’d always been great when I was down on the other floor if I put the bell on, if 
she wasn’t my nurse she’d just come in and tend to me.    
 

She acknowledged the lower priority of her bed getting made, but was clearly aware and 

expected certain routines.  Aidan, like so many, had brought a list of his medications to 

the hospital.  He explained his rationale saying,  

Usually when I’ve been over before they ask me you know, and of course, like if I 
said [chuckles] to somebody so what medications are you on and you’re on quite 
a few different things – right at that moment it’s very hard to try to remember it 
all.   So I always carry the medication list in my wallet.....when you go to the 
dentist they ask you for it, and so I just carry it in my wallet.   
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The participants learned from the experiences during their current admission, as 

well as previous healthcare interactions.  In some instances, the knowledge and 

understanding that participants gained from their experiences seemed to serve a purpose 

in helping them navigate the healthcare system.  This often became more obvious when 

participants described a divergence from what they had expected based on previous 

learning.  Overall, their experiences prepared them in certain ways, and when the 

unexpected happened, new patterns were seen calling for new understanding and 

processing. 

5.1.4.8  Experiential knowledge – Realizing reality of error.  Participants came 

to appreciate the reality of error by virtue of their own experiences.    

5.1.4.8.1  I can see how errors are made.  In talking with several participants 

about their experiences with healthcare error, they articulated a sense of realization of the 

potential for error to occur that they perhaps had not grasped or had awareness of before 

their experience. Paula, having experienced challenges in healthcare related both to her 

own care as well as that of husband, reflected, I can see how errors are made.   Barb 

matter-of-factly told me that, in light of her incident, It makes me understand that doctors 

can make errors.  Marilyn echoed a similar sentiment saying, You always think the doctor 

knows best but…, indicating her realization of the vulnerability for error and that nothing 

is absolute.  Henry, compassionate in his understanding that healthcare, as a human 

system is vulnerable, still grappled with the realization that a mistake had been made with 

his medications.  He related,    

It just made me wonder, holy, you know, well how about if there’s somebody 
doesn’t know the difference, and they would of taken it.  I don’t know what it 
would have done.  But you know makes you wonder.  I know my meds pretty well 
all by heart so I was able to – I knew the difference.   But there’s people that 
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wouldn’t know the difference.  That made me think twice and holy, you know this 
goes to show you that it can happen, somebody getting the wrong medication, it’s 
a mistake.  I know humans all make mistakes but, in healthcare you’ve got to be 
extra careful. 
 
Of those participants who had experienced an error in healthcare, some expressed 

an appreciation and realization which they had not had before.  Their experiences made 

real for them the issue of system vulnerability, a fact they might not have known or 

believed to the extent that their personal insight afforded.  The specific circumstances and 

outcomes for each may have varied, but their first-hand experiences and the reality that 

error can occur remained with them.                         

5.1.4.9  Experiential knowledge – Influence on action.  Participants’ experiences 

had varying implication on their behaviour and course of action.  

5.1.4.9.1  Error inspires change - now I will ask.  Of those individuals who had 

experienced a healthcare error, several spoke to me about how it had affected them, 

specifically changes in their actions.   Paula told me of the past difficulties she had 

encountered and when asked what she thought about whether it had changed her, she 

said,   

No, maybe it’s not so much as I don’t trust them, I will question.  I didn’t before – 
it was God’s word.  Because that was the way I was raised. Doctor was God.  You 
did not dare question or ask, anything. Their word was absolute.  Now I will ask.  
And I will take a notebook and I will write down so that I have a copy of what’s 
been said and that if something comes up and the doctor says something else I 
can refer back to it and say well this is what you said.   

 
Larry felt that it was a diminishing of trust that he experienced when his wife suffered a 

healthcare error.  When we talked about whether it had changed his interaction with the 

healthcare system and if so how, he told me, A little bit maybe.  You don’t trust them 

quite as much, especially the doctors.  He confirmed that the experience had made him a 
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little bit more cautious.  The misdiagnosis that Ron had experienced led him to change 

physicians, and when I asked Henry, who had discovered his medication error, whether it 

had changed him in any way, he told me,  

 To be honest with you I was a little bit more cautious—I take a lot of medication 
and, so when I receive my medication from the pharmacy I would always double 
check it, and make sure my name was on it, and make sure it was the meds that I 
know that I take and the dosage were right, just it’s more a habit I got into but it’s 
a good habit.  

 
Unlike others, the action that Otis chose to take after the error associated with his 

mother’s care was to avoid taking medications himself despite their indication.  In telling 

me whether his mother’s incident had any effect on him, he acknowledged that,         

At the beginning it did because ah, there was a long time before I even took any 
medication because I was, had that in my back of my mind that I did not want 
dialysis, from taking medication, so I was hesitant in taking the medication.   For 
years I was going around with diabetes.  Should have been taking some form of 
medication.  And I wasn’t.  Then finally it had to happen because I was starting to 
really almost blackout and everything else, because of my low blood sugars, and 
then all of a sudden high blood sugars, and everything that was going with it. 

 
Interestingly, despite his initial reaction, Otis proceeded to reveal to me that he did not 

think it influenced his actions now, citing the example that he has more medications than 

his mother ever thought of taking, and trusting his family doctor and specialist for 

diabetes to provide the correct medications.     

Those experiencing an error associated with the admission during which I 

interviewed them, discussed similar sentiments.  Marilyn, believing that she had played a 

role in continually accepting a medication that should have been administered in stages 

and had resulted in her current hospitalization, was determined not to let it happen in the 

future and vowed, I won’t again.  She was quick to respond when I asked if she would do 

anything different regarding her safety when receiving healthcare in the future, saying,  
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I for sure will.  I don’t think I’d just leave it up to just chance as to what may be 
wrong with me.  Like even the doctor here said just a simple X-ray would have 
shown the crack in the bone and we always just assumed it was my back that 
made the nerves - it was an assumption.....I think for now on I’ll go like are you 
sure….just being more aware.  And just not allowing them to keep doing to me…    
 

And Marilyn did not just believe she would take action, she actually had, telling me, Yes, 

like I’ve already phoned my doctor’s office and left a message that Dr. Name and I have 

got some talking to do. I want some tests, I want some bone density…  Ilah, who also 

talked to me about past healthcare incidents, was upset by the fact that, before she was 

admitted this time for a fractured pelvis, she was initially sent home.  Her first X-ray, 

which she felt had either been misread or taken incorrectly, did not reveal the fracture.  

When I talked to her about anything she might do differently regarding healthcare safety 

in the future, she lamented, 

I think I should have said no going out that day when they wanted me to go out 
after my X-ray.  I don’t know what I could have said, if I said I can’t walk would 
they have left me alone, I doubt it.   See they got it in their head nothing’s broken, 
you got to just use those muscles, that’s what I was told......I should of [advocated 
more]…Another time I would, boy would I ever........knowing what I know now 
and knowing that the system was wrong because I was hurt, you’ve got to protect 
yourself.   

 
When I challenged that perhaps advocating is hard to do when you are in pain and 

trusting the healthcare providers, she concurred but remained hopeful saying, Oh it would 

have been, it would be.  But I think they’d listen to me. 

 Even those who told me they had not experienced a healthcare error but did 

describe less than favourable care, had an action plan.  Arthur’s story is one such 

example, as his current hospitalization as well as care issues in the past of both himself 

and his father, confirmed his decision to change physicians.  Together with his mother, 
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Arthur, who had had mononucleosis previously, told me the following when asked if he 

would change anything about his current experience.         

Arthur:  Not really, no, because it’s, like, 
Mother:  Doctors. 
Arthur:  I’ve…[he laughs at his mother’s comment]  Yah.  Yes.  No, I’m changing 
my family doctor.   Because I think he’s a quack.   Well because he came in and 
he rubbed my feet and touched my glands [lymph nodes in neck].  I’m having 
clearly chest pain and stuff like that and I explained to him whatever and he told 
me it was all in my head, I have heartburn.  So, but – and then he denied it when 
he come back because there, bunch a people jumped him because I was ready to 
go home, so....after that, I was like, ok, I’m done, I going home. 
Mother:  With his pressure at like 199 over 114. 
Arthur:  Yah when I came in and my pressure was 199.  And he asked me where 
my high blood pressure come from.  I said I’ve told you I’ve had high blood 
pressure for years and you’ve never done anything about it.  I’ve always had high 
blood pressure. 
Mother:   It runs in the family.  I have it too. I have high blood pressure and 
angina, and his dad had it.  Heart disease runs in the family. 
Arthur:  He’s kind of the reason why I don’t go to doctor visits. Yah because 
every time you tell him something’s wrong with you or whatever, he says no 
you’re fine.   So never, ever have anything wrong with you, so. 
Mother:  My husband went to him and I say he killed him.  It was just pills, after 
pills, after pills.     
Arthur:   Soon as I’m done with this I have another doctor already. 
 

When I probed to understand if the physician had explained his actions to Arthur, he 

indicated no, and his mother was further troubled by the fact that he said, And then he 

says you can’t help who your parents are.  I could have threw him right out that window.     

    5.1.4.9.2  Minimal change after error.  For some, the experience of a healthcare 

error did not incur significant change.  Barb told me that she didn’t think her experience 

changed how she interacted with the healthcare members, though it had slightly changed 

the dynamic with her family physician.  Mildred did not believe she became more 

skeptical or that her interactions with the healthcare system changed because of the lapse 

in her daughter’s care.  She told me, No, I just thought she’s alright.  I’m glad she’s 
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alright.  If it turned out different, I would have been different.  I would have felt different 

but she’s fine. 

 5.1.4.9.3  Taking action - Depending on where it was.  When participants were 

asked to reflect on whether they would do anything different related to their safety in 

future interactions with the healthcare system several individuals dichotomized their 

answers between whether the future experience would be at a site where they had had a 

positive experience, and a negative or unfamiliar experience.  For some, future 

interaction in an environment where they had had a favourable experience, such as the 

study site, would not require action and they would not change anything.  Aidan told me, 

The way I’ve looked at it here, if I come back here, no.  But Aidan, who had experienced 

a negative care issue at another site, was more cautious about his response regarding 

other sites, noting, I’d think about that, depending on where it was.  He thought he 

probably would act differently if he had to return to the site where had had the difficulty 

in care, telling me he would be more observant and that he would be more hesitant, 

saying, Well, than I was before – well also I’ve heard, you’ve heard a lot of things you 

know about things that go on at hospital [name] sometimes, and what have you...   He 

also then confirmed that unfamiliar settings which had not garnered his trust would 

require his keen awareness, concurring much more so, yes.  Gene had a similar reaction, 

telling me that he would not do anything different regarding safety if he was readmitted 

to the study site, noting not here anyway....I would have no fear coming here again for a  

procedure.  However Gene, who had experienced a healthcare error approximately five 

years ago at another site, had examined the study site prior to his admission – something 

he would continue to do if faced with a new setting in the future.  Together with his wife, 
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he told me the following about how he would approach new settings or familiar settings 

where past experiences were less than favourable.    

Gene:  Well one of the things we did, and you’ve [wife] looked it up, was the 
infection rate in the hospital and that’s something, I do investigation is, into the 
hospital I was going into to see how they’ve been controlling that, what the 
statistics are.  Which you can find on the web now..... Well it made me feel good 
about this place because they’ve got a very good record for that, so… 
Wife:   I think too you’d probably be more demanding might not be the correct 
word but, be more diligent, in, you know, knowing, going through this experience 
and knowing what it can be like, [Gene agrees] and then just bringing those 
things, to [Gene agrees] the attention of – you know, I know it’s a tertiary care 
hospital and all that jazz and it’s very busy but still there has to be a way of 
looking after a person instead of just       
Gene:   The case. 
Wife:   whatever the case  
Gene:   Yah. 
Wife:   may be.  There has to be a better way of doing that....I would think that 
you’d be a lot [Gene agrees] more capable and knowledgeable and say oh wait a 
minute, you know... 

 
Wanda’s knowledge of the study site left her with a similar impression, that being that 

she would not do anything different in the future, justifying it by saying, Because I think 

that the people that I dealt with at this juncture anyway, have been right on their game.   

Wanda further clarified that her history in other healthcare settings and not necessarily 

the familiarity of study site was the basis of her evaluation of it, and that she would still 

continue to respond as needed depending on the situation, wherever that might be.  She 

told me, Yah, but I have been in other facilities.....I have been involved with other 

hospitals as well.  And as I’ve gotten older I’ve become more aware of situations in other 

hospitals and sure, I would, you know…[gauge and act differently depending on 

circumstance] Absolutely.  Absolutely.  I heard similarities in what Cindy told me as well, 

revealing that she would not do anything different in the future regarding healthcare 

safety at the study site, noting, As far as this hospital goes...the care has been above 
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excellent here.  She had learned from experience though and felt that, if confronted with 

new settings/circumstances, she would, Ask questions if there was something that I was 

very concerned about and I know I’d never go to hospital [name] unless I really, really 

had to because the care in there is terrible.   

 It is acknowledged that a number of individuals indicated they would not do 

anything different regarding safety in future interactions with the healthcare system 

providing no additional explanation or detail.  It may be that, like the others, the study 

site provided an experience they were happy with and they saw no reason for change.  It 

could be that they would continue behaving as previously learned from past experiences 

or refrain from action at all.  It may also be that they felt that which was uniquely 

articulated by Elizabeth when this question was asked, but which would be shared by 

others when I specifically addressed patient engagement in safety – suggestive of staff 

responsibility and capability of the patient.  She rationalized to me when asked if she 

would do anything different in the future regarding her healthcare safety based on her 

current hospitalization,  

I don’t think so.  There’s not much you could do really.  Because most of the staff 
are supposed to have that experience right?  So you’re really depending on them 
too in that way when you - if you‘ve got to come to a hospital you’ve got to be 
pretty sick to be coming to a hospital...[relying on providers] Yah, in that way, 
yah.  Till you get better..... The staff’s all pretty good, what can you say?  Could 
be worse, that’s the way I look at it.   

 
            5.1.4.9.4  Reflecting on experience instigates change.  During my conversations 

with participants, I found that a number of individuals began to question their healthcare 

safety actions and inactions as we studied them in great depth.  A common issue was 

asking staff about hand washing if participants had not seen them wash.  When reflecting 

on whether they had seen providers, either during the current admission or a previous 
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one, if they had not thought to ask before, which was typically the case, their thinking 

seemed to change about their own action.  Maria, who could identify a past circumstance 

where she felt she should have spoken to a provider but had not, said to me, Well, after 

this talk today I think I will, ask them.  When Henry and I talked about hand washing 

practices, he too began to reflect in a new way, saying, No, no it’s true, maybe I should 

question them.  Other issues such as asking questions of healthcare providers made Sarah 

think, But I haven’t been asking questions – maybe I should, while Mary’s credible fear 

of hospital-acquired infections (having had C. diff and VRE) had caused her to reflect on 

the chairs used in the showers and the frequency of their cleaning.  Despite this 

underlying concern she had not voiced her worry but after talking she thought, Maybe I’ll 

ask that next time I go in the shower.  Arthur, who had less exposure to the healthcare 

system as compared to others, told me, And like for the hand washing, I never thought of 

it until now, and at the interview’s conclusion after hearing the questions I asked and 

what his mother had contributed as well, he reflected, I always leave it up to them 

[providers]....makes you wonder.  However for Kevin, who had unfortunately discovered 

only weeks earlier he would have to have a triple bypass, his reflection was of regret that 

he had not taken action previously that could have potentially changed the anticipated 

experiences that lay ahead for him.  He told me, Might of quit smoking a long time ago.   

The participants’ experiences, despite their variation, influenced their behaviours.  

The circumstance and how the participant viewed it affected their action or inaction. 

Understanding one’s experiences may provide greater insight into why patients respond 

in certain ways or refrain from acting out of expectation or lack of knowledge.  Further, 

when individuals described circumstances of favourable versus non-favourable care, the 
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influence on future behaviour suggested greater watchfulness in non-favourable settings – 

an expected reaction perhaps, yet worthy of consideration if consistency in vigilance 

regardless the setting is warranted.         

5.1.4.10  Summary experiential knowledge.  Participants’ experiences provided 

them with knowledge and insight into a variety of issues and events.  These experiences 

sometimes elicited certain emotional responses, even if the event in question had taken 

place many years ago.  Experiences served as learning opportunities for some individuals, 

helping them navigate and engage in the healthcare system processes more effectively.  

For some individuals the realization of error potential in healthcare was made real with 

their first-hand experience.  The knowledge gained through experience often had 

implications for how they acted or the changes they made.  Collectively, all of the facets 

associated with experiential knowledge are important to consider, so that one can 

effectively create engagement that is most appropriate for each individual.  
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  5.1.4.11  Personal character - Temperament.  A finding I had not expected was 

the way in which individuals revealed their personalities to me, sometimes apologetic for 

a certain trait, sometimes unabashedly admitting a characteristic, and often aligned with 

how they approached or thought of certain healthcare components.  This was an 

interesting finding, as I came to see the varied personality traits, respect those qualities, 

and learn that safety engagement must match and be ‘right’ for their temperament.               

 5.1.4.11.1  You’ve got to go with the flow.  For some participants there was a real 

sense that they needed to let providers do their job and follow directions accordingly 

without question.  There seemed to be several reasons for this – feeling a lack of control 

over their circumstance as well as having a passive, more accepting nature.  Russ 

believed he needed to abide by the instructions of the care providers and yet he seemed to 

dislike the restraints that this implied.  He could not see the positive or how to modify the 

situation.  His tone was negative as he told me, It’s [healthcare system] out of my control 

is right.  You’ve got to go with the flow.  You’ve got to go when they tell you to go and do 

what they want you to do.  Don’t ask questions, just go do it.  Conversely, though Dan 

used similar words telling me, I just come and go with the flow, he was completely 

comfortable to relinquish control to providers and take their lead.  So too was Arthur, 



IF PEOPLE WERE KALEIDOSCOPES 

168 
 

describing himself as, the one that has to be made [to do something] and admitting that, I 

figure they know what they’re doing, so....Don’t get in their way... I haven’t really asked 

anything...I’m kind of just along for the ride.  In the end, while these participants relied 

on and followed the providers’ instructions, there were differences in their style of 

approach.  Being flexible and ‘going with the flow’ was more akin to the nature of some 

participants than others, yet there was recognition that being accommodating was either 

necessary or more amenable.                

5.1.4.11.2  I just don’t like making waves.  I discovered that several individuals 

recognized in themselves a hesitancy to act or behave in a certain way for fear it would 

be upsetting or disruptive to someone else, specifically a healthcare provider.  For some, 

it was easier to live with fear or worry then risk asking and potentially upsetting 

someone.  It was a theme that I write about in the ‘Relationships’ section as well, as I 

believe it is also tied to the complexities of healthcare provider-patient dynamics, yet it 

was clearly a trait some self-identified.  Mary was one such individual.  When asked why 

she had not asked a question that had bothered her, Mary, fearing the question would be 

upsetting to staff, revealed, I just don’t like making waves of any kind.  This was not true 

for everything however, as when initially asked about her general comfort level in asking 

provider questions, she acknowledged that they were receptive to questions and she never 

felt that she could not ask.  Sue felt the same way, revealing to me safety activities that 

would make her uncomfortable despite their potential help, Making a big fuss - that just 

makes things worse....I’m a pacifist by habit.  However, this was not so for everyone and 

for some there was self-assuredness, almost pride that if something was amiss they would 

have no hesitation to address it.  Cindy, confident in her knowledge of how to ensure she 
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got safe care, declared,  Oh yes, if I didn’t receive it [safe care] they’d hear about it [she 

chuckles].  Marilyn was similarly assured in her response telling me she was not afraid to 

question anyone as she was very outspoken and that, I think if ever, if I had any concerns 

then I contacted the staff.  Participants who had a family member with them could also 

see differences in temperaments and how that affected them.  Wanda identified herself as, 

aggressive and I question more, yet noted her husband had a different approach.  They 

attended each other’s health appointments, each contributing in their own way as needed.  

Wanda explained, if [says husband’s name] having some problems, I feel that sometimes 

he doesn’t always ask the questions that I think he should.  So I’ll step in and I’ll ask 

them for him.      

As well, my discussions with participants about their comfort in addressing 

provider hand washing revealed character traits.  In asking this question, I discovered not 

only the discomfort that many had at the thought of asking providers if they had washed 

their hands prior to them providing care, but a common reason for this reaction was the 

fear of being impolite or offending healthcare personnel.  It suggested to me that these 

individuals were respectful of the healthcare providers’ feelings and were considerate of 

what they said so as not to offend, despite the potential implication to their safety.  

Participants did not want to offend a provider’s personal hygiene or suggest they were not 

practising appropriately.  Fred was adamant that he would not ask, telling me, I would 

feel that it was a bit of a slam at them.  Russ suggested to me that it was characteristic of 

one’s generation, telling me that he would not ask providers about hand washing because, 

My age is different than your age...we wouldn’t do that...it’s impolite.  Sarah’s response 
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encapsulated a number of the same sentiments, as she summarized whether she would 

stop someone if they had not washed,  

Maybe not – I’m not that type.  Like my daughter says, mother you’ve come from 
a different era than the world is today and you’re quieter and you don’t speak up 
and you’ve got to learn to speak up, but I never learnt that...   
 

Though the roles were reversed, Arthur’s mother could see differences in personalities, 

and while he was uncomfortable to ask, she admitted previously doing so saying, I’m 

bolder than he is.  Collectively, regardless the issue, participants showed sides their 

nature – quiet and passive; assertive and questioning; polite and respectful.       

5.1.4.11.3  Independence.  In listening to participants, some described themselves 

as ‘independent’ and exerted control over their care when and how they could.  They 

talked to me about care processes that they performed, while others expressed frustration 

when they did not have the independence they wanted.  Examples of activities included 

adjusting the bed, going to the washroom, or washing.  A recurrent reason for wanting 

independence was that it would free staff to attend to other responsibilities, as noted by 

Sue who said, With all the hull-a-be-loo around here you hate to bother them [staff] for 

that when you could do it yourself.  Arthur’s narrative made me think about this in a 

slightly different way when he commented that he had been brought to the X-ray 

department in a wheelchair, but asked to push the chair back to his room himself.   He 

said, Just because you’re here doesn’t mean you forget how to walk.  For Arthur, 

retaining independence and control over certain activities made him feel less 

incapacitated and brought normalcy to a circumstance where he was reliant on others.  

Barb suggested that perhaps it was the “fault” of her independent nature that she had not 

got the attention of providers the way she perceived others had, and related to me how 
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she had looked after herself.  Further, when Barb revealed that staff may not respond to 

calls quickly and I asked her if that made her feel unsafe, she said she was too 

independent to let that bother me [her] too much.  Then she gave one example of her 

urgency to get the washroom and not receiving help, but said it was not such a serious 

thing [being incontinent on the floor]...you can get on with your life [she chuckled], 

suggesting she was unfettered by the incident.  Because this would not be the first 

occasion that Barb would reference needing help to get to the washroom, I wondered if 

her defined independence in this case was a defense mechanism and whether she would 

have preferred more attention.  Collectively, while the reasons may have been different, 

the notion of needing, wanting, and being independent was described by participants.   

5.1.4.11.4  Curiosity.  I found that depending on the issue, some participants 

revealed a curiosity and a ‘need to know’ about different elements in their healthcare 

experience.  Individuals talked to me about being curious about how a procedure was 

done, simply out of personal interest in healthcare and a particular process.  While some 

were selective in what they wanted to know about (e.g. less interest in knowing about 

blood work testing), others were interested in everything and declared it as a personal 

characteristic as Wanda did, revealing to me, I have to know it all.  What I had not 

expected to find was the curiosity participants expressed about staff, roommates, or other 

patients.  They were often curious about why staff did or did not do certain things, and 

were inquisitive about the activities happening with other patients.  Ilah was curious 

about a staff member who did not seem to be caring for her in the way she was 

accustomed and she tried to understand what the root of the problem was, telling me, I 

think it was her personal thing.  Shirley described herself as generally being curious 
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about things - I like to find out.  However, it was during my conversation with Ross that 

was most striking.  As we were talking, a nurse came in to talk with his roommate.  Ross 

excused himself, and as I quietly watched him not knowing why he had excused himself, 

I realized he seemed to be listening to what the nurse was discussing with his roommate.  

This was confirmed, as after a moment or two, seeming satisfied, he turned back to me 

and said, Yah I guess there’s something – he snores like a trooper.  While others would 

have respected the privacy of that conversation as feasible, Ross was forthright in his 

curiosity and desire to learn about his roommate’s health issues.  For Ross, who seemed 

to be having trouble sleeping as a result of his roommate’s snoring (and in fairness, 

recognized that his roommate had his own needs as well), perhaps it was more than an 

innate curiosity, but also an effort to understand and empathize in order to help him co-

exist in a confined space with a stranger.   

5.1.4.11.5  Nervousness.  As participants described themselves and different 

circumstances, a number of individuals identified that they were nervous – a feeling that 

they could not always justify.  Wanda talked to me about her perception of how other 

patients seemed to have varying degrees of nervousness while awaiting their procedures, 

and admitted her own level of anxiety and dislike of having to wait.  Mary expressed her 

nervousness about falling prior to her improvement in walking.  However, she was not 

sure why she felt this way give the support that was provided.  She told me, There is 

always someone standing by you know to help…whatever it was, was me, not them - they 

were always there to let a hand or tell me it was alright, they wouldn’t let me fall or 

whatever.  In another example, an individual expressed being anxious about performing 

and being assessed on her ability to do a task of daily living.  Barb spoke of her 
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nervousness in completing a meal preparation activity as part of her rehabilitation 

program – perhaps a task that was now seen as more stressful if its successful or 

unsuccessful completion was to be factored into her discharge readiness.   

The participants self-identified or demonstrated aspects of their temperament in 

the descriptions they provided as we discussed different healthcare issues.  Whether it 

was being flexible and easygoing, to assertive, questioning and curious, or feeling 

nervous and hesitating to inquire about something, participants revealed facets of their 

personal character.  I believe these attributes are important to acknowledge and 

understand in each individual.  They illuminate an individual’s way of being and 

preferences, which can be linked to and inform if and how they engage in different 

circumstances and events.                

5.1.4.12  Personal character – Worldviews.  Participants disclosed different 

beliefs and philosophies of how to live one’s life, and detailed how these were realized in 

their behaviours and interactions with others.  

5.1.4.12.1  Determination is the most important.  The participants’ worldviews, 

though varied, were similar in the importance they held for each individual.  Peter’s 

tenacity and resolve to get better was fueled by his belief that you have to be determined 

and have positive thinking in order for you to succeed.  He told me,   

There are a lot people that, they’re depressed, and they say I can’t do that.  I 
don’t use the words in the dictionary that says I can’t.  I came here to get better 
and I want to go home.  You’ve got to have determination.  Determination’s the 
most important thing there is.   

 
Despite his own health challenges, as well as family transitions, Peter’s conviction to 

remain positive and his unrelenting resolve defined his character and how he approached 

life.  Similarly, Mike’s worldview was captured in his statement, I always try to make it a 
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positive experience.  Mike chose to see the positive in life, and specific to healthcare, he 

believed it was important for him to contribute, in whatever way he could, to supporting 

staff and encouraging an optimistic outlook.  He believed and respected that staff tried to 

ensure his experience was a positive one, and felt he shared in that obligation.  He took 

ownership in making his experience positive.  Mike was also confronting challenges – the 

health concerns of his wife, as well as his own – yet spoke encouragingly and 

appreciatively of the positives he did have.  Ross was eloquent and definitive about one 

of his viewpoints saying, Happiness is better than not being happy…so I try to be happy, 

and if I can make the other person happy too....  He aimed to have a positive outlook on 

life, and even within a healthcare context, was trying to ensure others were happy.          

The worldviews that participants’ shared gave insight into their characters.  While 

it did not surprise me to hear beliefs of resolve and fortitude, I was not expecting to find 

that some participants felt they had a responsibility to affect others in a positive way.  

This way of being and perspective did not exclude their interactions with healthcare 

providers.  The recognition of individual worldviews and their implication within a 

healthcare context, may be an important consideration when determining the ‘fit’ and 

readiness for one’s engagement in safety.                           

5.1.4.13  Personal character – What I do for me.  In talking with participants, it 

became clear how they were engaging in safety activities, whether they realized it and 

defined it as such or not.  Participants had developed preferences and strategies that they 

relied upon and that they put into action for themselves.  These strategies were often 

described as an automatic response, making it difficult at times for participants to 

recognize and articulate.  This was an important learning for me, as it highlighted two 
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important elements – every participant identified some form of safety engagement; and 

participants were not always aware that their actions were facilitating safety.  This 

suggests an opportunity to enhance and strengthen the safety activities they prefer, and to 

illuminate for them the importance of those strategies so they are not dismissed or 

discounted.                 

 5.1.4.13.1  General safety strategies.  A number of participants identified mobility 

and fall prevention activities, whether or not it was related to their reason for admission.  

The request to have bedrails raised at night; use of a walker or cane; and consistency in 

wearing slippers or shoes were identified by many as safety strategies they purposefully 

engaged in.  Some participants found the hospital floor slippery or had noticed water on 

the floor and were fearful of slipping.  The need for assistance to change positions in bed 

was also noted, and specifically trying to facilitate the movement as safely as possible for 

both themselves and the staff providing the aid.  

 I learned that participants identified talking with, learning from, following, and 

working with healthcare providers as safety strategies.  Several participants spoke about 

following the staff directions and hospital rules, and felt that an important safety strategy 

for them to engage in, was listen and learn from the healthcare team.  A number of times 

individuals said to me variations of the following, I listened to the nurses and learnt 

[Sarah]; I did what they told me [Ross]; make sure that I did what I was told [Wanda]; 

and I just take care of myself and be careful that I was doing whatever they told me to do 

[Anne].  The participants also saw their involvement with staff as a safety strategy in 

others ways, such as alerting them if they noticed anything amiss; calling for them if they 

knew they could not independently, safely walk to the washroom; requesting a 
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medication (e.g. nebulizer) before a condition became exacerbated; talking with a 

provider preoperatively about issues that I thought he should be aware of; knowing to ask 

for help when confronted with a low toilet seat after having previously fallen at home due 

to the same reason.  Cindy described her safety strategy as, I made sure they had a list of 

the drugs that I was on and what my allergies and stuff were, so, I would be safe, that 

they’d know what they could and couldn’t give me.  One participant, Otis, detailed to me 

that not only was he trying to help the busy staff, but he wanted to make sure that they 

weren’t giving me too much medication so I kept track of what my intake was and my out 

- to make sure that I’m not going to be taking too much.  Notably, one of the outpatient 

participants, when asked a question related to a patient advisory tip sheet about telling the 

healthcare team ‘everything about your health condition’, questioned whether she really 

had and how that was defined – perhaps indicative of the need for clarity and or 

limitations in understanding, which must be considered when creating such material.      

 The presence, involvement of, and reliance on family members was another 

identified resource that participants believed helped support their safety.  I anticipated 

that family members would be regarded as a support to participants, however I did not 

have specific reference to them in the interview guide until the latter section of Part 2 (i.e. 

eight-item participation questionnaire, which was not given to outpatients).  Aidan, half-

jokingly, told me that his strategy would be to, turn my wife loose on somebody – she’s 

very good, and explained how skilled she was in observing and following-up with staff.  

Paula expressed her strong believe in the importance of having someone to advocate for 

you, and recounted an incident at another hospital when her son, sensing something was 

wrong, alerted staff to her deteriorating condition.  When asked if she had done anything 
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to support her own safety, Maria told me, I just feel better with my daughter here, while 

her daughter added that when patients receive so much information, it is helpful to have 

someone else hear it as well so that each can inform the other as needed.  When asked, 

Wanda described this as well, saying of her husband, I think sometimes if I forget then 

he’s always here as my back-up so I can remember.  Related to the topic of the presence 

of family members and though not declared a safety strategy, two participants seemed to 

have a different perspective, both of whom had difficulties with breathing and both 

detailed their request not to see visitors.  Regarding his visitors, Jerry told me he had 

kicked them out…I’m a private person….and I told her [wife] come on, it’s [medical 

condition] catching.  Russ had also told nobody to come.  Their comments made me 

reflect on this in two ways.  First, perhaps this request was a safety strategy related to 

their own mental health and comfort that was right for them.  Second, it may be that an 

individual’s safety strategy and perspective includes consideration and ways of protecting 

family and visitors.                                     

Several participants had developed habits or techniques to help themselves.  In 

some instances, these strategies related specifically to their hospitalization and how they 

had learned to cope with deficits or care patterns they perceived.  In other cases, 

participants told me of helpful tactics they had implemented at home and tried to action 

in hospital.  Ross told me he did not feel he could get quickly staff if needed.  Chuckling 

to himself (and eagerly wanting to demonstrate to me), he described that the fastest way 

to get staff attention was to swing his legs around and position both feet on the floor, 

allowing for him to slightly lift himself off the bed, and that thing [bed alarm] will start 

ringing like anything.  While Ross described this with humour, noting that he had a 
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reputation of being a bad boy, and that this was one way to curtail him, he became 

serious when asked how it made him feel knowing he might not get staff immediately 

upon request.  He told me, it upsets me at times especially when I have to go to the 

washroom and, you know, when I don’t make it….it upsets me at times, but I don’t say 

anything.  Sue had another tactic, and using the example of her discharge, had come to 

understand that they don’t always tell you the right thing…you just have to learn not to 

believe everybody.  Sue also recounted her own rebelliousness in taking sips of water 

with pills despite being told not to on account of her stroke and the fear of choking.  Ilah 

lamented to me that she had not followed what she normally does at home, and not drink 

cold water (or mix it with food), and detailed an episode at the study site when she 

choked, made worse by the water.  She also recognized and acknowledged that she had 

not stood up during this episode – a helpful behaviour that she had learned to do at home 

but neglected to do in hospital.  Peter wished he had a strategy for the difficulty he 

encountered when trying to swallow a particular pill which had no coating, making him 

reflect on possible future options to avoid the discomfort he experienced.          

For a few of the participants, thoughts of self-care were raised when asked about 

safety strategies they undertook.  Marilyn mentioned how she was taking care of herself 

and managing her personal care.  Jerry also had a similar initial response, identifying that 

he would change his gown as needed and ‘clean up’ himself as he was able.  Admittedly 

it was not an answer I was expecting, and yet for these individuals their initial thoughts 

and response to how they saw themselves acting to ensure their safety involved 

addressing basic self-care needs.             
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During the interviews, participants spoke of independently seeking and reading 

information (e.g. on the internet), and receiving hard-copy materials about their medical 

condition and or procedures.  Participants seemed to have different preferences as to the 

usefulness of informational material.  Participants, such as Marilyn and Gene, talked to 

me about actively finding material to read about their conditions.  Gene noted he did a lot 

of research at home and here, using a mobile device, to better understand his health issue 

and the surgical procedure he underwent.  The reading that Marilyn had done was in 

reference to the drug she received that she felt had been administered incorrectly.  Mary, 

who was very concerned about hospital-acquired infections, evidenced what she had 

learned in the hospital booklet she was provided on VRE by telling me that the most 

important thing is to wash your hands.  For other participants, the pursuit and interest in 

reading information, however relevant to their condition, was not appealing.  Sue was 

skeptical of searching for medical information on her own, and told me that she was not a 

great believer in looking up things…because you can say I’ve got half of those things.  

Arthur was not entirely sure why he had not read the 22-page booklet on his medical 

procedure and thought it was perhaps because he felt they know what they’re doing 

supposedly, however his mother, who had read it, offered that he was not one to sit and 

read.  It seemed to me that participants had a sense of what was right for them in this 

regard, and choose their own ways to meet their informational needs.                            

In reflecting on safety strategies participants engaged in for their protection, a 

number of participants reported that they had not done anything.  Barb told me she didn’t 

give it a thought, while Dan said, No, I just laid there and said bring her on.  However, as 

I listened to each of the narratives of those who told me they had not engaged in any 
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strategies to help make sure the care they got was safe, I could see ways that they were 

facilitating safety.  Dan, who perceived himself to be accepting and laidback about the 

care he received, revealed he did periodically check his intravenous medication bag to 

ensure it was what it was supposed to be, acknowledging the potential for error and 

saying, You never know.  Barb also demonstrated an awareness and questioning attitude 

when she told me of her experience with a flashing light on her bed which she did not see 

on her roommate’s bed – a safety concern [worry about fire] that she addressed with staff.  

Both Gene and Shirley did not feel they had done anything to help ensure their safety, but 

when presented with some of their actions which one could define as enabling safe care, 

they both described their actions as automatic.  Gene believed his action of asking for 

help regarding mobility was an instinctive thing to do, and did not seem to consider 

educating himself about his medical condition as contributing to safety.  Additionally, 

when I questioned whether he saw his wife’s presence and advocacy as a strategy the 

way other participants had described, both he and his wife refuted that she had had to do 

anything, and despite being present pre and post his surgery, their view of the healthcare 

staff’s teamwork and functioning like clockwork, seemed to diminish their perception that 

this was one of their strategies.  It seemed that despite the fact that she was present at 

times, because there were no issues to report meant it was not a needed or perceived 

approach.  It may be that individuals did not perceive they were doing anything to 

‘purposefully’ protect their safety, but without realizing it, were engaged in strategies that 

support safe care.  As well, there may be a sense that one can let one’s guard down after 

witnessing provider safety practices in action, and relinquish strategies one might 

otherwise normally action or perceive them as having little value or usefulness.            



IF PEOPLE WERE KALEIDOSCOPES 

181 
 

5.1.4.13.2  Medication strategies.  In talking with participants, it was evident that 

for many, medication awareness and management was within their control and something 

they engaged in to different degrees for their well-being.  I found that while they might 

not understand or want to know about certain testing procedures or processes as example, 

for most, medication was something personal and pertinent.  The strategies they used 

related to medication management varied depending on perceived limitations, context, 

and beliefs about trusting healthcare providers.   

The action of bringing one’s medications or a list of medications to the hospital 

was commonly reported and demonstrated a recognition of the usefulness and value of 

such an action.  Of all the participants, almost two thirds identified that they had brought 

their medications or a list of the medications they were taking when they came to the 

hospital.  Of the remaining individuals, several were not taking any medications, and 

some indicated they had not brought a list or the medications as they did not anticipate 

being admitted.  It seemed a very familiar concept to the participants, and a number 

described carry their medication list with them at all times.  Larry told me, I carry it [his 

medication list] in my wallet, while Maria’s daughter, who was there to support her 

mother after her surgery, shared that we carry this big long [medication] list with us, we 

take it everywhere we go.  I asked this question in part based on the fact that individuals 

were encouraged to take this action as outlined in the OHA patient advisory Your Health 

Care: Be Involved (2006).  According to the participants’ descriptions, this was an action 

they were comfortable engaging in, whether motivated by convenience and or error 

prevention.  
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In speaking with participants, we talked about the process of receiving 

medications in hospital, and some expressed involvement by checking their medications, 

in varying ways and degrees of consistency.  While I expected that some individuals 

might be more attune to this process than others, it remains unclear to me why some 

identified and felt the need to check their medications (however defined) some of the 

time versus all of the time.  As example, Ross shared that he asked what his medications 

were, but qualified the necessity of it, saying, I use to at first, [ask] what’s this for and 

what’s this for.  It is suggestive of a pattern that I saw with other activities, where if 

deemed ‘safe’ once, then one’s vigilance decreases.    

For those individuals who identified that they engaged in some form of checking 

their medication while in hospital, strategies included asking staff what the medications 

were prior to taking them, looking at them and assessing them for familiar cues such as 

the number and colour of their pills, and taking comfort in how one was feeling.  Marilyn 

recalled how she asked staff when they brought her medication, what is this for again, 

and Russ was panicked that he had been admitted prior to starting a new medication he 

was to begin and so did not know what it looked like necessitating his need to ask for 

clarification.  Aidan’s narrative summarized it best as he recounted, 

I always look in there [medication cup] and say well what is this? [he laughs] 
Because they’re different colours.  I’ve been taking Coumadin [at home] and the 
Coumadin that I take right now is a 5mg one, which is white.  The 1mg is a 
reddish colour and so they came with two green ones – and I said like what is 
this?  Well that’s the Coumadin, they said they’re 4 mg because they changed it.  
And there was a yellow one in there. [he laughs]  And I said like what’s that?  
Well, that was for the urinary infection.  They had been giving me that.  They had 
a drip going in through the IV before and they switched it over to a tablet. [not 
afraid to ask]  No, oh no.  I want to know what it is!   
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Aidan also talked to me about how he had asked for information for home so that he 

knew how to properly increase his medication dosages as needed.  It was Mary who used 

the criteria of how she was feeling as determination if there was a problem with her 

medications in hospital.  Mary was not sure why they consistently reduced the dosage of 

a particular medication when she came to hospital, but found comfort in the fact that she 

was feeling fine with the change and as such was not troubled by it.        

The action of asking about one’s medication was reinforced to me when the 

discussion evolved to include the question of asking about other safety issues, such as 

provider handwashing.  For several individuals it became apparent that they would not 

feel comfortable asking a provider about handwashing despite safety implications, yet 

had no hesitation to ask and seek clarification about their medications.  When I talked 

with individuals about this difference it was suggested that that’s [medications] mine, it 

just seems more personal to me and not to them, and hands and personal stuff on the 

person’s body is different than asking them about something that I’m going to be taking.  

It strengthened the premise that medications were within the domain of what some 

individuals saw they needed to be involved with and attuned to, and distinct from other 

practices.      

There were individuals whose strategy regarding administration of in-hospital 

medications was to trust the healthcare providers.  This trust was sometimes based on a 

belief that it was not a responsibility one should have to worry about, and it was also as a 

result of system limitations that left individuals with no other choice.  Arthur was not sure 

what his in-hospital medications were but he held the belief that, I trust that it’s supposed 

to be what it is, and chose to leave complete responsibility to the staff.  In some instances, 
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despite individuals identifying a vigilance in checking their medications at home, 

responsibility was relinquished to the healthcare provider when the patient was in 

hospital.  Paula’s behaviour exemplified this when she told me, Here they give it to me so 

I sort of trust them.  I found that trust was related to the limitations individuals felt in 

being able to accurately check their in-hospital medications.  Sue told me she would not 

know if she got the correct medications, only being able to use the criteria that sometimes 

she got one pill and sometimes she got three.  Gene also saw challenges, but did the best 

he could in the circumstances noting, I always looked at them and the number, and they 

were the right colour but they didn’t have a name on them, but they looked like our 

Ibuprofen from home.   

5.1.4.13.3  Engagement preference.  During our discussions, participants revealed 

what their thoughts were about being involved in patient safety.  I wanted to understand 

their thinking about this generally, and believed it would help inform the actions they 

may or may not take.  Like so much of what I came to learn from the participants there 

was no one perfect answer and reason for everyone.  Some participants spoke 

passionately to me about their strong belief that patients needed to be involved in safety.  

While those who spoke most passionately about it had experience with a negative 

healthcare event, this was not the case in all instances.  Regardless their circumstances, 

their common belief was unequivocal and without reservation, best captured by Paula’s 

emphatic and pointed statement: patients n-e-e-d to be involved.  In Marilyn’s case, 

though work related to home safety had been part of her life, her negative experience 

with incorrectly being on a medication too long, had given her greater clarity regarding 

her responsibility for safety.  She was adamant in her belief of individuals being all too 
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guilty of sitting back, and could see the importance of involvement, however that might 

take shape, because you the patient know… so it’s important to bring that to the staff 

because how do they know…I mean it’s just as much my fault as my doctor because I just 

allowed this thing to keep happening all the time.  Marilyn was analytical about the 

delivery of her primary care and contemplative about its design, indicating she had had 

many doctors over the years change, change, change…this doctor does not have any idea 

what went on back there but will still carry on…..they’re using old information to apply 

to now…and then the patient suffers.  Her assessment of this structure only confirmed her 

belief in the need for her involvement.  Aidan was pragmatic and firm in his response as 

well, seeing the necessity that it has to work both ways for overall effectiveness, and 

which was echoed in Kevin’s words, safety is everybody’s responsibility.  Wanda, 

equally resolute, shared with me that she believed everybody has to take responsibility for 

what they do, no matter what it is.  She elaborated saying, if you’re not mindful and 

cognizant of everything that’s happening to you and around you, then you have no one to 

blame if someone doesn’t look after you properly.  Wanda clarified that she did not intend 

for patients to be a doctor in training, nor that it diminished the trust she felt for 

providers, but she could see system vulnerabilities (her examples included: staff working 

longer hours; a lot of people and things to remember).  Her words remained with me,  

you’re the number one person that should be looking after yourself…you’re your best 

protector.   

There was another cluster of individuals who believed in the idea of patient 

engagement in patient safety to varying lesser degrees of agreement, and qualified their 

answers based on, as example, limitations they saw precluding their absolute involvement 
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or a personal belief that their role in this context should be minimal.  For those on the 

higher end of the continuum of seeing value in safety engagement and being open to it, 

reservations still existed.  My exchange with Fred reflected these ideas.                

I think it makes sense.  Patients shouldn’t put themselves in a dangerous situation.  
If they need a nurse, need someone to help them, they should get it.  [Engagement 
in safety]  Up to a point, I guess. [Example of limitation]  Because, you don’t 
always know by looking at pill, you don’t necessarily know what it is.   

 
More often than not a qualification related to the state of one’s physical and mental health 

condition, ability to be aware and participate, and deference to providers’ expertise and 

knowledge.  Individuals identified that involvement may not be possible if one is not 

feeling well, and engagement would only be able to happen under certain conditions.  

Other considerations related to one’s degree of involvement depended on the perception 

of need.  If one’s circumstance dictated it, as judged by the patient, then engagement and 

the need to assume a degree of responsibility changed.  I heard this from Gene as he first 

prefaced his answer by saying, It wasn’t really necessary in this hospital but certainly in 

other hospitals it might be, adding affirmation that you have to be responsible for 

yourself for sure and if things look awry you have to say something.  For those who were 

more reluctant in giving their agreement that patients have a role in safety, there was still 

an element of involvement.  Otis phrased his thoughts on involvement as, not to that 

great extent, and characterized it as freed from real responsibility and ownership saying it 

only would be to help out, yet acknowledged his own assumption that most individuals 

would be engaged enough to question, as example, what is being done or ask why, seeing 

that as a patient right.  He further illuminated the idea of preference, qualifying 

involvement as only if one would like to be involved.  Amidst the nuanced responses, I 

found myself both comforted and convinced of Russ’s seemingly simply answer to 
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grappling with this complexity as a practitioner - they [patients] should be asked, like 

you’re doing now.  When and how they should be asked would cause me further 

deliberation, as well as Ilah’s insight that they [providers] should accept it [involvement] 

– deepening the intricacies.   

There were a few participants who did not think that patients had a role in patient 

safety.  For these individuals who expressed this belief, their reasons included feeling that 

nothing needed to change and that the role healthcare providers had and their associated 

responsibilities were satisfactory – this was providers’ job.  As others had been convinced 

of their beliefs, Dan expressed a similar confidence in his opinion as he told me, No, I 

think everything’s fine and dandy.  William seemed shy in his response, yet offered to 

me, I think maybe they should rely on providers.  The patients’ trusted the providers to 

look after them in all aspects.  In my reflections of the narratives of these two individuals, 

I thought about several things.  First, when asked the question about involvement, Dan 

asked me, Well how would you do that really?  Despite Dan’s admitted ‘lay-back 

approach’ he was discerning in his question.  It was a valid point and made me question 

how articulate as providers we have been in describing and explicating engagement 

strategies to patients.  Another point I took from my discussion with Dan was the 

example he provided (almost dismissively) near the end of the interview that he 

periodically checked his IV bag to ensure it was correct.  It raised for me yet again the 

idea that patients are using engagement strategies without awareness of being labelled as 

such, and it also made me wonder if over the timeframe of 30 minutes (the approximate 

length of our interview), had his thinking or ways of looking and considering things 

changed or been illuminated in a new way – if so, an opportunity awaits.  In thinking 
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about William’s words and admittedly my perception of his character, I sensed a self-

deprecating attitude, as though he feared he had nothing to offer and that there was no 

other consideration but provider reliance and compliance without question.  I wondered 

if, in some cases, there was need for encouragement and assurance that there was a role 

for everyone, in some capacity, if the desire was there.                

In summary, participants’ behaviours and opinions were reflections of their 

individual characters.  In different ways and to different degrees, they acted to facilitate 

their own safety.  Though not always identifying it such and at times responding 

instinctively, they used approaches that had worked for them in the past or developed 

new strategies when confronted with new situations.  They made judgement on when, 

what and how to act.  They recognized limitations in their own capabilities and system 

processes, and coloured by their experiences and preferences, they were as involved as 

was right for them.  Where one strategy might have been right for one individual, it might 

not have been for another, yet they found other ways to accommodate their unique needs.  

There was no one perfect pattern for all individuals in how they approached ‘what I do 

for me’, but common considerations and elements, sharpened and enhanced in different 

ways based on their idiosyncratic natures.             

   5.1.4.14  Personal character – Choices and judgements.  As the participants 

shared their narratives, it was evident that they had made and were continually making 

choices and judgements about many issues while hospitalized and when interacting with 

providers in the healthcare system.  Their accounts suggested their choices, such as their 

decisions and determinations as to what they did or did not want to know or do, were 

based on several influencing factors:  their knowledge as gained by the information 
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(verbal and written) they received or had lived; how they perceived others would react to 

them and their behaviour; the importance, value and effect on them they believed the 

matter to be; and how they rationalized what was realistic and appropriate for them to 

know and engage in, including how competent they perceived themselves and the 

expectations they had of others.  There were participants who identified that their 

behaviour did not always match their belief of what should be done, but knowing did not 

guarantee predictability as other influences had greater effect on decisions.          

5.1.4.14.1  They should do it.  The participants had different ways of rationalizing 

and assessing whether they asked or would ask staff providers if they washed their hands, 

something that is encouraged in patient advisories (e.g. CPSI, 2010).  Many individuals 

told me that they were aware of and had seen the providers at the study site washing and 

sanitizing their hands or wearing gloves.  The participants who expressed this were 

decisive and emphatic in their answers, describing it as:  always, always, always; all the 

time; the nurses are very good; they’re very, very hygienic; that’s all they did; and 

religiously.  For those participants who were either unsure of provider handwashing or 

who indicated providers did not always wash their hands, they trusted and made 

assumptions that it had been done given they should know to do it or were reluctant to 

address it, as Elizabeth was, who noted, It’s kind of embarrassing for them.  Ross 

confessed he had not asked as he didn’t think it was that important, while Barb, who did 

not see hand washing or sanitizing but did see use of gloves and because of that did not 

think more of it, also admitted a different rationale, We’re complacent people that let the 

powers that be look after us…they’re paid and trained to do that…they should do it.  

Barb would go on to say that any activity where she perceived that she might step on 
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somebody’s toes if I bring it up, then she would refrain from asking.  Otis used the 

benchmark of his previous job and given that he had always complied, he trusted that 

providers did the same even if he could not consistently see the process.  Cindy made her 

own assessment and never felt the need to ask about handwashing, because I noticed that 

when I was first admitted how careful they were about cleaning their hands and stuff – 

seeing something once equated to a belief of perfection every time, a theme that would 

emerge time and again.  Arthur, like others, admitted he had never thought about asking.  

Sue, despite her belief in the value and importance of handwashing, felt the consequence 

of asking was too great and chose silence.  Almost ashamedly she told me,                                                                                                                                        

I object to my own GP.  She goes from one patient to another and you never see 
her clean her hands.  I’ve been going to this woman fifteen years and I haven’t 
had the nerve to say ‘wash your hands’… [laughs]…we think they’re holy, they’re 
above reproach.  And some doctors get quite put out if you question them.   

 
A few individuals could recall instances in their past, sometimes years ago, when they 

had witnessed the delivery of care without staff washing their hands.  Maria had several 

examples, including one when her brother was receiving care at another site, and while 

she noted she had to gown before seeing him, the doctor went right across to this patient 

with an open incision and then came over [to brother]… I should of said now listen, I saw 

you and you need to wash your hands…[reason did not]…Guess afraid of the doctors.     

 I posed hypothetical situations to participants and asked them how they might 

react if they had not seen a provider wash their hands and who was about to give care.  

Many explained that they would not ask, again reasoning that it was their provider’s job 

and responsibility and they trusted it would be done, while others, having witnessed what 

they had, could not even image that scenario.  Some participants indicated they would ask 

but it depended on the care they were providing, and some were quick to add that they 
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were always washing – perhaps indication that they did not really feel it would be a 

realistic scenario and therefore they most likely would never have to act.  Marilyn told 

me, Depending on what they were doing, but they’re always doing it so it doesn’t even 

cross your mind that they wouldn’t do it…I saw it at both hospitals, just continuous, just 

continuous.  Others were more resolute and whose reasons included other factors.  Ilah, 

the oldest participant, indicated she would ask as the consequence for not asking was too 

great and it also included the well-being of the providers.  She stated, They’re protecting 

themselves too…no I really wouldn’t [hesitate]… I would say it in a nice way but if they 

did that [go from one patient to another without washing] the harm’s almost done.  

Wanda reasoned her affirmative response by saying,   

If you’re even partially listening to the news every once in a while, and they say 
wow we have a lock down at hospital [name] because they have a strep virus or 
they have a this virus and every time you walk into a hospital now there’s 
sanitization stations everywhere…I mean that has to give you some kind of a clue, 
[she chuckles] that there’s a problem...you have to be aware of all that stuff…it’s 
for your own protection….because if they come and they’re treating me and they 
give me an infection or something like that, I’m the one that’s going to suffer, not 
them. 

 
Gene was the only patient who expressed awareness of the campaign to encourage 

patients to question staff handwashing practices, and he dismissed the notion others had 

that it might offend or embarrass providers, believing he would ask under certain 

circumstances (e.g. ask if inserting a needle but not if general touching) and declaring,   

Well that’s not what I’ve been hearing about asking those things, these days, that you 

should… I know about infections…[he chuckles]…and I don’t want any of them.    

The hypothetical option of having providers’ encouragement and request for 

patients to question them about handwashing did not necessarily favourably influence 

how participants thought they would act.  Elizabeth, despite her first response, felt she 
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would ask if providers told her that was what they wanted, as did Kevin, who initially 

responded he had not thought of asking about handwashing and would not, given, he 

confessed he did not always.  Otis calculated his response and defined how he would 

want his action perceived, stipulating, If it was something that they wanted to be sure that 

they were doing it…most definitely [would ask]…because it would be for their benefit 

and my benefit…because it would be to remind them.  He seemed sensitive to the fact that 

it be a helpful reminder and in no way confrontational or judgemental in nature.  Others 

were less influenced by having the provider support to ask, such as Cindy, who revealed,    

I guess if I did it once or twice, but I usually put my faith and trust into the 
doctors and nurses that they know enough that they’re supposed to do that before 
they do anything with you.  Probably I’d feel a little bit uncomfortable. 

 
The support from providers did little to dissuade Arthur, who still worried and feared 

offending or bothering staff with potentially persistent questions, saying, But if you 

asked, I don’t know what kind of care you’d get afterward, and reflected that if he was in 

that position he would feel offended.  In a different vein, Mike was determined in his 

loyalty and respect to healthcare providers, (perhaps due to family ties as well) and could 

not image such an omission, remaining adamant that he would not ask regardless of 

encouragement from providers,       

I wouldn’t feel comfortable asking.  These people go through a lot of training.  
You know your job.  Even in extraordinary circumstances where you’re literally 
overworked, I have never ever seen one of you nurses, not stop and wash your 
hands prior to doing something.  Not once. 
 
I was not prepared for and found myself troubled by the responses of Dan and 

Henry, both of whom suggested that asking about handwashing was a way to punish 

staff.  Dan had determined he was in a vulnerable position and because staff were caring 

for his health, he did not want to make them mad by asking a question he perceived 
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would upset them – the tipping point would be if they made him mad.  His choice of what 

he would ask was determined, in part, on his perception of how favourably staff would 

respond.  Henry was the only participant [excluding family members] who reported 

asking staff about handwashing which he had done at another site, however his 

motivation was not for safety reasons but rather because he was angry with how staff had 

treated him.  He described the encounter as follows.          

I was getting pissed off because I felt like they were treating me like I was nobody 
really, like maybe it’s because I was fat, I don’t know, but anyway I just felt that 
way so I started getting angry with a couple [staff]…they [staff] were nasty to me 
I found…one day I saw her come in to the room and there’s four of us in that 
room and I watched her change the guy’s diaper next to me—well I didn’t see her 
change it but I knew that’s what she was doing.  And I didn’t even see her wash 
her hands, she comes over and starts dealing with me.  I said don’t you wash your 
hands first before you come and…Didn’t I wash my hands?  I said I didn’t see you 
wash your hands.  Oh I thought I did.  Now she didn’t, she knew she didn’t.  If 
somebody puts me in a bad mood yah I will say something.  I’ll give her a little bit 
of her medicine back. 

 
Henry said he believed that even if he was not upset he would still ask about 

handwashing if it was a similar circumstance, but would need to witness that staff had 

missed the opportunity to wash before asking, qualifying that when I don’t know they 

didn’t do it I don’t want to be that person.  At the study site, he acknowledged he had not 

always seen them wash, but because he could not confirm that they had not, he assumed 

they had and so did not ask.       

5.1.4.14.2  I know the proper things they have to do.  As participants talked to me 

about whether they felt they knew enough about how to help ensure they receive safe 

care, additional judgements and rationalizations were also revealed.  Most identified that 

they felt they knew what they needed, sometimes qualifying their responses with, I know 

enough that I’m comfortable; I think so; and I think I know.  Reasoning for their 
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responses varied.  Arthur declared he did not need to know any more than he did because 

it’s supposed to be their [providers’] job…for instance my job, if I don’t do it with 

perfection the first time, I’m dead [work involves combustible substance].  His 

benchmark was his own work and if that required 100% accuracy, he reasoned that others 

should be able to achieve that too.  Otis felt comfortable with his understanding, 

surmising that, It’s more common sense in a way that you can see if something is going to 

be dangerous before it happens.  Henry, aged 53, was confident in his knowledge, and 

justified his response by saying,  

I’m the type of person to ask questions and I get all my answers so if I feel 
comfortable.  And I know why I’m here.  I’ve been in and out of hospitals a lot in 
my life and I’ve been sick a lot.  I learned a lot.  About twenty years ago I couldn’t 
care less if they washed their hands.  I couldn’t care less about asking questions 
either but now that I’m getting older and I’ve been through so much, I know the 
proper things they have to do.  And I worked at a hospital too.    

  
Others, such as Fred, Mary and Shirley, identified they probably did not know enough 

and acknowledged the risk in self-assessment.  Fred conceded he most likely did not 

know enough, but was fine with that given he had no care concerns, and similarly Mary, 

despite believing there might be more things I should worry about, defended her views 

and self-assessment, saying, Personally I feel safely looked after.  Shirley cautiously 

stated, I like to think that I am but I wouldn’t swear to it, and wanted to know more based 

solely on curiosity.  For the additional few who said they would like to know more about 

helping ensure safe care, some even qualified that, as Wanda did, There comes a point 

where there’s only so much information that you need to know and then the rest of it you 

don’t.  Wanda made judgements as to what she felt she needed to know and was right for 

her.     
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5.1.4.14.3  What would I do with the information?  The participants made 

judgement about what they felt they needed and wanted to know, and this was clearly 

evident related to testing procedures.  Some participants indicated that they had asked 

questions during testing procedures (e.g. blood work, ECGs, chest X-rays) if they did not 

understand or wanted to know something specific such as a result.  Other participants 

indicated to me that the purpose of certain procedures or tests might not have been 

explained to them, such as Sarah, aged 90, who described, I’d wake up in the morning 

and someone would be whispering in my ear, I have to take some blood.  Sarah, self-

described as not asking a lot of questions, was curious about this and asked, What are you 

doing with all my blood and she [provider] said that’s a good question to ask the doctor, 

so I said ok but I didn’t see [doctor] anymore.  Others who indicated tests were not 

explained in detail, were often not troubled by this and accepted it as routine and 

required, with complete trust that the providers knew what they were doing and it was a 

necessary procedure.  Fred acknowledged a high level understanding of some of his tests, 

and was satisfied with that, noting, I don’t think there’s anything I needed to ask.  Barb 

explained her inaction in questioning about blood testing by reasoning, I should ask I 

suppose but I didn’t.  What would I do with the information if I did ask?  I’m not 

qualified…  Other situations included having the provider watch as the participant took 

their medications.  Differences existed as to how they perceived that behaviour, with one 

individual judging it as an act that showed they care, while another did not necessarily 

feel any safer given she assessed herself to be competent (despite telling me about past 

choking episodes).  I found that participants made determinations about their knowledge 

of their medications, and often expressed that they were comfortable in what they knew 
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about their medications, but that did not mean they knew everything about them.  For 

example, participants would not know the name of a medication but provide a general 

description of its purpose.  For those who declared hesitancy in knowing about their 

medications, such as Ross who said, don’t ask me which ones in reference to medications 

that were the same in hospital as at home, often there did not seem to be an urgency to 

ask and learn – additional choices and judgements made as to what best suited them.                         

Overall, choices and judgements were as diverse as the participants themselves.  

Individuals made determinations about what they needed and about their expectations of 

providers.  Their decisions, on whatever healthcare issue or context it might be, were 

often grounded in expectations and assumptions they had about healthcare provider 

behaviours, and the trust they placed in them.  They sometimes made judgements about 

what providers should do based on their own work experiences and the expectations they 

had encountered.  They made assessments about themselves, and weighed their own 

abilities and understandings as well as preferences and usefulness, out which came action 

or inaction.  I reflected at times the risk of ‘you don’t know, what you don’t know’, 

meaning were participants unaware of the gaps in their knowledge or judgement, and as 

such, vulnerable to thinking they knew more than they did.  At times, I realized I was 

making internal judgements as well – thinking they perhaps should know more about test 

purposes or medication names, but accepting their truth and perspective.  I thought about 

the implication of providers inadvertently, but driven by their own bias, turning the 

kaleidoscope a fraction too far and distorting the image – finding clear resolution would 

need to be an imperative.                          
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5.1.4.15  Summary personal character.   The theme of Personal Character 

encompassed sub-themes of Temperament; Worldviews; What I Do for Me; and Choices 

and Judgements.  The participants’ personal character was another kaleidoscope colour, 

and the sub-themes varying shades of the same.  In a relatively short period of time, each 

character revealed itself, with their own dispositions, life beliefs, personal strategies, and 

choices and judgements for self and others.  I believe this component is an important 

consideration when determining engagement preference.  With this viewpoint, it provides 

the possibility to encourage safety behaviours that are preferred or that may be automatic, 

and it illuminates the limits that are right for each character.  If we refrain from 

considering these themes, we are at risk of missed opportunities or enforcing an action to 

no avail.   
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5.1.4.16  Relationships.  The relationships that participants had with different 

individuals in their lives had varying effects and influence on their healthcare views and 

management, and specifically their safety engagement.  Their words illuminated the 

inevitability and the power (positive or negative) of interactions with other people, and 

established it as an important piece in understanding engagement preferences.   

5.1.4.17  Relationships – Family and friends.  The participants referenced family 

and friends during their interviews with me, and for those who had a family member 

present, their supporting and influential role was often evident.  In differing ways, family 

members taught, encouraged, and challenged each other.  They were the other’s eyes and 

ears when the participant was too sick, unaware, distracted or uninterested in a healthcare 

issue.  In some cases, there seemed an unwritten understanding of what the participant’s 

preferences or ways were, and family members would rally to accommodate as needed.  

It is not to say that participants always followed what they learned from family or friends, 

again suggestive of the uniqueness of each narrative, each person.                    

5.1.4.17.1  Learning (or not) from and through family and friends.  As I talked 

with participants about patient safety, they would sometimes mention related 

conversations they had had with or experiences of family members.  In one instance, an 
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individual recounted a discussion he had had with a family member, who is a healthcare 

professional, about the patient safety issues in her work in a seniors setting.  He indicated 

it made him think about his own future with trepidation, and what he might have to face.  

Another individual noted his wife’s previous hospital administrative role, and prior to her 

arrival, indicated the many insights she would be able to share, having previously heard 

her insights and opinions.  Interestingly, when she was able to join the conversation, as 

she reflected on a previous negative experience that her husband had at another site, 

saying, I wouldn’t have that treatment to save my soul in that place, I realized she had 

learned through his experience and it, unfortunately, had influenced how she would 

approach her own potential care.  Other participants also shared that they had learned 

from the experiences and viewpoints of others, such as Wanda, whose opinion on the 

importance of asking about handwashing and overall environmental cleanliness, was 

strengthened by what she heard from a number of people that we’ve come in contact with 

just in this last year that have complained about a hospital in [name of place], that it 

wasn’t sanitary enough for them.  She expressed how hearing of other people who had 

trusted in the healthcare system and not questioned, did not always bode well.  Wanda 

also remembered an interesting story about how she thought her critical thinking and 

questioning in regard to healthcare issues developed.  She recounted,  

I think that maybe my eyes were opened a bit when my daughter was pregnant 
and we went to prenatal classes.  And I was amazed at the things that I learned 
then, when she was having a baby that I had no idea was going on.  And it wasn’t 
just about what happened to me, but about things that surrounded me…and from 
that time on I became far more aware of how important I thought it was to know 
exactly what was going on.         

 
Her understanding of this made me wonder about family members in assistive roles, and 

in particular other family members I had interacted with.  I wondered if different 
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circumstances, different pressures or anxieties brought a different kind of clarity when 

one was in a supportive role.  The actions or opinions of family and friends did not 

necessarily guarantee that participants learned and acted in the same way.  Maria, who 

described her hesitancy in asking about handwashing, could reference others she knew 

who behaved differently.  She shared, I have a friend, she was an OR nurse and when she 

goes she’ll say, now don’t you touch me till you wash your hands. She says that to them 

all.  You wash your hands before you touch me.  Similarly, Arthur was skeptical of asking 

about handwashing, and for the most part remained so, despite his mother telling him he 

should ask offering a teaching example of the problem with a provider going from an 

infectious patient to him without washing, as well as even providing her own example of 

when she had asked, When homecare came in the house for dad, I use[d] to tell them, 

wash your hands…some of them, you’ve got to tell them.  In the end he still had his 

concerns and worries that it was the right thing to do, but notably after his mother’s first 

clinical example he did express, Make me look at it different now though...I never really 

thought about it.  The participants’ stories and examples were varied yet highlighted the 

common link of learning, in some form or another, from family and friends, and that was 

evident even related to healthcare safety.      

5.1.4.17.2  Family members – Similarities and differences, dynamics and safety 

nets.  The participants could often see similarities and differences between themselves 

and other family members.  I had participants tell me about shared philosophies that they 

and another family member had.  Sue was one such person, seeing the similarity of her 

style to that of her husband’s - don’t make waves.  In other instances, I heard of how one 

person was more assertive and questioning, while one was more laid back.  The 
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participants also told me about a family member who might be able to take many pills 

while another was sensitive to everything, often providing health details of other family 

members.  In cases where a participant had a family member present, I witnessed 

firsthand how one individual’s opinion or perception of an event was tested against 

another’s, as well as the ‘checking in’ with each other about the correct details of an issue 

or incident.  Additionally, there were times when a family member added facts and 

helped to re-phrase a question if they thought the participant misinterpreted or did not 

understand.  I witnessed Gene read his wife’s mind, and laughingly tell her to go ahead, 

knowing she wanted to tell me something before she could say the words aloud.  I heard 

family member’s support and encouragement of each other, with Arthur’s mother 

promising him dinner at a restaurant when he was well, to Wanda’s husband saying, She 

wouldn’t get away [from home to appointment] without me.  Of her daughter’s continuing 

assistance, I was privileged to hear Maria say, with her daughter beside her, Well, she’s 

[daughter] been so good.  Right straight through, when her dad was sick and everything.  

I really appreciate it.  The families of some participants also seemed to find a certain 

rhythm and ‘a sense of knowing’ how they needed to function and what were each 

other’s roles.  Arthur counted on his family for guidance in health matters, particularly 

his mother and his wife, saying, They know what to do for me, and equally, his mother 

knew and accepted that, He [Arthur] relies on us to let him know what’s going on.  Peter 

accepted and trusted in the changing family roles, telling me, I used tell my kids when 

they were small what to do, now that’s the kids who tell me what to do.  Even Wanda’s 

husband, self-described as more easy-going, was firm in his direction to her about her 

own safety and well-being at a time when she was still pushing herself.  In telling me, she 
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recognized her own temptation to continue as she had before, but her gradual deference 

to his insistence, saying, He said you know what you planned on doing Thursday, he said 

you know you can’t do that.  And I said w-e-l-l, maybe, and he said no, you know you 

can’t do that.  And I said well you’re right.  Marilyn described her boyfriend as a good 

caregiver, adding, I know that he’s got my back.  Barb, troubled by her doctor’s 

suggestion (and the possibility) of not returning to her independent living circumstance, 

and having confided this to a friend, shared her friend’s supportive reaction, My friend 

wanted to come and tell [doctor name] off and I said no you’re not, he’s doing his job.  

Paula shared her belief of the importance of having support, reflecting, I feel sorry for 

people who don’t have anybody to advocate for them.  There were descriptions of the 

family members’ efforts and attention to the participants’ well-being even before the 

individual had arrived at the hospital, often explained as the voice(s) who encouraged, 

recommended or insisted they seek medical attention.  Some participants specifically 

acknowledged the assistance of a family member in the acute phase of their illness (e.g. 

talking to a healthcare provider on behalf of the participant in the Emergency), but as 

they recovered, the reduced need for their assistance.  It was evident that, as health 

contexts dictated, family members and friends became the safety nets for the ill or 

recovering individual, catching them as they needed until they returned to their previous 

state or new norm.  Similarly to the participants, the family members or friends enacted 

their own safety strategies out of concern for and in support of the individual who was 

incapacitated.     

5.1.4.17.3  Assessments by family members.  As I listened to the participants and 

the family members who were also present for the interviews, I came to realize that 



IF PEOPLE WERE KALEIDOSCOPES 

203 
 

family members were also making judgements and determinations about what they saw, 

heard or read related to the participant’s care and in the general surroundings.  In the 

same way participants made determinations based on their knowledge and experiences, 

family members were assessing what should or should not be happening related to the 

care of their family member – an opinion or perspective not always shared by the 

participant.  Sue shared that her daughter wanted her bed to be alarmed, a necessity she 

felt after the stroke her mother had suffered.  Sue did not share this belief, troubled and 

scared by the sound of the alarm, and ultimately negotiated and resolved between Sue 

and her care providers after her daughter had left.  Despite Arthur’s initial favourable 

response regarding his admission, his mother interjected that she perceived his wait prior 

to seeing a physician in the Emergency had been too long.  They estimated that it had 

been well over three hours before they were seen by a doctor, and while Arthur defended 

the care providers indicating they were obviously busy, Arthur’s mother believed it was a 

priority and not acceptable for someone of his age (40 years old) with chest pain 

(described by Arthur as, Any worse I’d a likely been dead) and profuse sweating, to wait 

so long.  Gene’s wife made her assessments as well, though coming to a favourable 

conclusion regarding her husband’s care.  Based on her descriptions, she had been a 

watchful observer, and judged against on her own criterion, she determined what actions 

she could and could not take.  She shared,                                     

In the beginning [pre-surgery] there was so much reinforcement of this is exactly 
what’s going to happen – standing there and they were reviewing the charts and 
asking him these same questions over and making sure he understood.  There 
really wasn’t any need [for her to be an advocate].  And it wasn’t because I was 
standing there. You could tell that it’s their regular procedure.  There wasn’t any 
need to ask anything or to say what about this.  [Noting their functioning as a 
team]  I thought that was quite impressive really.  [Post-surgery]  You never felt 
like you had to get here to be an advocate.  One day it was snowing like crazy and 
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they said why don’t you go home, he’s in good hands and you felt ‘yes’, they’re 
right.   
 

The family members’ insights and opinions, and resulting actions were connected in 

varying ways to participants and that relationship could not be overlooked.     

5.1.4.17.4  Hospitalization a break from caregiver role.  I found that, for some 

participants, the hospitalization could either be a time of stress due to worry about a 

family member at home that they could not support and care for, or it was seen as a break 

from the caregiver role.  Participants described different family circumstances to me and 

as I listened to me, I realized how this ‘colour’ is part of them and could or could not be a 

distractor for safety engagement.  Sue talked to me about how her husband had tried 

unsuccessfully to help her off the floor at home when she had suffered her stroke, 

showing me a bruise on her arm of the results of his efforts.  She also shared that her 

thoughts while in hospital were often about how her elderly husband, who had recently 

been sick, was managing, as well as her daughter who was trying to cope with her own 

responsibilities as well as support her parents - Sue expressed it as, I worry for her.  Even 

everyday activities, like banking, preoccupied her, telling me, So that’s what I think of 

when I’m here [she laughs].  However, when I asked about whether she was looking 

forward to going home she hesitated, saying, In some ways…mostly…it’s hard to explain.  

Cindy, Dan and Jerry were concerned for others at home as well, yet admitted the 

hospitalization was a reprieve.  Cindy, who had had surgery, shared that she was caring 

for her 85 year old mother, and valued that her doctor was ensuring she was strong 

enough before discharge knowing her circumstance and the responsibilities she faced.  

She expressed appreciation saying,  
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He’s [doctor] really looked out for my needs and that makes me feel very 
important and very good that someone is looking out for me for a change because 
I’m usually the one that looks out for everybody else…so it’s a nice feeling.   

Dan, admitted for a serious medical emergency, was also dealing with his wife’s ongoing, 

unresolved health issue, and confessed to me, I mean this is a nice break from - for me to 

be here…[he chuckles]…I shouldn’t say that.  Jerry had similar stressors, as his wife, 

who he described as, 76 going on 12 [years old], had an infection and him going home 

right now is a pain in the butt.  The participants were very honest in offering their 

personal challenges and stressors relating to family member circumstances, and though I 

was not expecting it, I was interested to hear how they viewed their time in hospital.  It 

made me think about the suffering and burdens of patients we are sometimes unaware of, 

and the implication of this on their ability and desire to be involved.  Further, despite the 

suggestion that hospitalization was ‘a break’, their uppermost thoughts were often of the 

circumstances (and family members) from which they were away.              

Overall, the influence and importance of family and friends to participants was 

evident in the ways they spoke of them, as well as in their interactions with them, of 

which I as able to be a part.  The friends and family members of participants enabled their 

safety in different ways – through shared learning; a resource for fact-checking, as a keen 

observer or advocate, and a source of support and encouragement.  Like participants, 

family members made judgements and determinations, sometimes being able to evoke a 

change and sometimes having to accept circumstances as they were.  The emphasis 

participants placed on family and friends could not be denied, and as such must be a 

factor when considering safety engagement.     

5.1.4.18  Relationships – Professional provider.  I found that participants often 

acknowledged or commented on various aspects of their interactions with healthcare 
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providers.  For some participants, the descriptions of their encounters with different 

healthcare providers suggested they made efforts to facilitate and protect the quality of 

the relationships, while examples from others indicated they were willing to assert 

themselves and risk further diminishing a relationship if they felt unjustly treated.  There 

were expressions of the vulnerability they felt as patients, as well as general beliefs and 

expectations they had about patient-provider interactions.  They spoke of both positive 

and negative attributes in relationships with professional providers, as well as the safety 

actions providers imposed and which they independently recognized as supportive to 

their well-being.  In regard to safety, I was taken aback by the degree to which some 

made efforts to defend the less-than-favourable actions of care providers, and the loyalty 

and latitude they extended toward them.                                     

5.1.4.18.1  Facilitating, protecting, or risking staff relations.  The participants 

spoke of various details about their encounters with healthcare providers, and as well, I 

had opportunity to see these interactions when providers needed to briefly interrupt us to 

complete a task.  In seeing and talking to them about their current and past healthcare 

experiences, it became clear that healthcare provider interactions were of significance to 

participants and had affected them in different ways.  It was evident they had, both 

knowingly and unknowingly, sought ways to encourage a positive rapport with providers.  

I reflected on whether their ‘ways of being’ in interactions with providers was only a 

product of their character, or whether it was more purposeful - something that they could, 

to some degree, influence and control in a setting where, seemingly, there was little else 

they could.                     
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The use of humour was something I both saw and heard participants describe in 

interactions with healthcare providers.  Ross told me that he never hesitated about asking 

staff a question but that he always tried to do it in a humorous way, believing that making 

staff happy made it easier to question.  I heard Mike teasingly say to his care provider, 

Here’s my favourite nurse, later telling me, I try to make them as comfortable with me as 

they do trying to make me as comfortable with them.  Mike believed he needed to do his 

part in effectively working with the staff and humour helped - If I find some nurse that 

might be a little bit off during the day, I try to make her day for her, I don’t care how I 

feel.  Elizabeth, making a joke to me about using the whiteboard as a place to write all 

your problems added,  I just joke – I just joke sometimes.  But some people you can joke 

with, [in whispered tone] there’s some people you can’t.  Elizabeth was calculated in her 

use of humour, and was mindful that it may not be the best strategy in interacting with 

everyone.  Even Gene teasingly lamented when asked if he would do anything different 

when he interacted with the healthcare system in the future, saying, Tell more jokes to 

make them laugh.  It seemed that laughter and making staff happy, even by complimenting 

them, was a way to connect and perhaps a way of reducing stress – their stress; the stress 

they perceived within providers.  Further, perhaps it was a way to give back to staff, to 

ease and somehow help the safe fulfillment of their work.  Additionally, it seemed that 

some were making judgements and ‘reading’ staff, in order to know how they should in 

turn respond – an indication of the desire to foster and ensure a positive dynamic, yet I 

wondered about the potential burden this placed on those who are ill and recovering.      

For many of the participants, they defended the actions of their healthcare 

providers [past or current] and protected the relationships they had with them, even if 
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mistakes in care had been made.  They made allowances for late medications or not 

responding quickly to a call bell, saying that they know providers get busy or that they are 

needing to spend time with other patients who are more in need.  If something had not yet 

been discussed or arranged for discharge, they made assumption and unequivocally trusted 

that it would be attended.  They tried not to judge or compare new providers against long-

standing ones, believing that you can’t expect her to know you like the other one.  Even if 

they did not have the facts and admitted not knowing them, they would still defend 

providers.  Mary admitted she did not know a lot about her hospital-acquired infection and 

yet was quite sure she did not acquire it at the study site.  I found that for those who 

identified an error in care, they often defended their healthcare provider and tried to 

minimize the event.  Ross, who needed to be hospitalized for a past medication error, 

declared of the incident, That was just an isolated little case there that was all.  Aidan, 

who had a negative care event at another setting that changed his perception of the setting, 

softened in his critique, acknowledging that in large hospitals you can’t control everything 

to a ‘T’.  My conversation with Barb, however, was perhaps most telling.  Barb was 

initially hesitant to talk about a past experience, but during our time together she 

volunteered more and more detail.  She reluctantly noted that her doctor had missed 

something, which another provider discovered and led to her hospitalization.  While 

remaining steadfast in her belief that her provider’s a good doctor, and stating that she 

does defend them anytime I’ve heard anybody else saying that doctor knows nothing, 

they’re this and they’re that, it was the paradox of the way she described the incident that 

revealed her deeper, conflicted feelings as she admitted, But I do feel like what my doctor 

missed was a bit major.  It seemed she still did not want to accept the gravity of what she 
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believed about the error yet could not deny it, though adding her continued defense and 

need to be loyal.  As she reflected on it, she told me, I could have made real issue out of it, 

and yet she had not – she had not even discussed it with the provider.  She reasoned that 

people are afraid to say things, and that she still had to depend on him – you can’t find a 

doctor, reiterating, he’s a good doctor.   

For some participants, they were explicit in saying they did not want to make 

healthcare providers mad at them and so relationships were treated carefully and 

cautiously.  If something was potentially upsetting to the patient-provider relationship it 

would be avoided.  Mary did not ask a question because it might be perceived as invading 

their territory and telling them they’re not doing something right.  But there were 

instances when the risk of jeopardizing a relationship was taken, seemingly most 

connected to feeling upset or de-valued by healthcare providers, and if they believed there 

was a greater detriment in not acting or responding.  Wanda expressed her determination 

that if there was an action in support of her safety that providers might feel offended by, 

she would not be troubled by that, venturing that she would ask to talk with a superior if 

they reacted negatively.  Paula spoke to me of her husband’s care and could remember in 

detail her feelings and the struggles she had at another site.  She was ready to challenge 

and fight for the right care she felt her husband deserved, regardless of what the providers 

thought or felt.            

[Says husband’s name] was full of cancer, but besides that he also had 
respiratory problems, he had COPD, a stroke, so he would be admitted to the 
hospital for these.  But the cancer’s forgotten.  He’s admitted for the respiratory 
problem, they’ll treat for that but they’re forgetting the other two, so he’s not 
getting his drugs so here he is in misery and I’m having to argue and fight and 
almost get thrown out for him to get the drugs he needs and I’m having to argue 
with doctors.  And the palliative care doctor, he’s terrific, sent him to the hospital, 
he said he had a stroke.  So he told me to take him to the hospital and tell them 
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that he’d a stroke and that he was sending him, so I did.  And the doctor at the 
hospital said, “Are you a doctor?  This man hasn’t had a stroke.” [Participant 
imitated the doctor’s voice in a negative, condescending tone]   And I said I was 
told to bring him here, he’s had a stroke. 
 

I found that even when participants had asserted themselves in contrary positions to 

providers about what they believed was best for them or that they could cope with, they 

lamented and wanted to ensure things were made right once again.  Barb described 

getting into a little hassle with a nurse (who she thought was a student) and who wanted 

her to walk to the bathroom.  She knew it was urgent and having used a commode chair 

the previous night, she was firm with the care provider that she could not walk the 

distance, and though she could not remember what she said, the provider asked her not to 

be rude.  Barb further recounted, I said well I’m not rude…when she left I thought ‘oh-

oh’, that’s not a good thing to say, so I thought I’ll apologize to her when she comes 

back.  Well, when she came back she apologized to me.  A positive patient-provider 

relationship was too important and valued, so threats to that dynamic were carefully 

considered or quickly amended as needed.     

5.1.4.18.2  Positive and negative attributes in interactions.  As participants shared 

their experiences and described interactions with healthcare providers, they talked about 

the positive and negative attributes within those encounters.  Aidan expressed how he 

appreciated the shared respect and rapport he had with his physician, telling me, I think 

it’s more informal, there’s not a I’m ‘doctor so-and-so’, while Dan described his positive 

experience as related to the friendly people.  Several participants spoke of the comfort 

they felt in seeing providers they knew and with whom they already had an established 

relationship.  Ross shared that, I was lucky – ended up being my family doctor who was 

the doctor on duty for the week, while Mike, noting that he had been treated with nothing 
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but respect (which he expected of both them and himself), acknowledged that it’s a small 

town, most of the people here know me.  Speaking of past encounters at another site, Ilah 

delighted in telling me how, upon meeting the same care provider, realized he hadn’t 

forgotten me.  One individual, who had worked at the study site, felt that her ‘safe care’ 

related to, the nurses you know that are still here that I feel so good with. 

The participants also seemed to recognize and value the efforts of staff.  I heard of 

examples from the past, such as one family member who described how great her 

mother’s family doctor was, evening coming to her house when her father was ill.  Cindy 

told me she was not worried about being in the hospital, saying, Because I know that 

they’re doing the best they can.  Ilah shared her belief that, The nurses and doctors, they 

want the best for us - I know that.  Many participants also spoke of how easy it was to ask 

the questions they had of staff and how willingly they responded or sought answers 

elsewhere if they could not provide one.  Gene described it as, They were all quite willing 

to answer anything I had to say.  They also indicated that staff asked if they had 

questions, which contributed to their comfort.  The efforts included feeling as though the 

healthcare provider understand them as a person and their unique needs.  Sue reflected on 

how her previous provider of 40 years understood her sensitivity to medications, so they 

had experimented to find what was right for her, as compared to her current provider who 

she reported got upset when she could not take a certain medication, noting that she 

didn’t understand.  Some individuals talked about this ‘knowing’ as important to safety 

as well, and sensed when it was not present.  Barb phrased it as,  

When they don’t know the individual, they could do a little bit more insight into 
the type of individual they’re working with.  I know they don’t have time.  They 
certainly didn’t have time with me when they picked me up and brought me in 
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here, but since I’ve been here.  So, a study of the individual, a little bit 
background, would help. 

 
Russ also expressed his belief that, It’s down to time to each individual if you’re going to 

have safety in the hospitalization.  You’ve got to spend some time with people.  You don’t 

get it in the hospitals…[or]…the doctor’s office even to start.  Collectively, these 

different efforts were noticed and appreciated by participants and family members, and 

seemed to strengthen the rapport they felt with providers.                    

 When participants did describe negative attributes about an interaction with a 

healthcare provider it often seemed to centre on how they were made to feel.  Gene 

recounted a past experience at another site, telling me that while his doctor was amazing, 

he felt that, The staff didn’t really care one way or the other about you personally.  

Gene’s wife was able to contrast between the positive interactions at the study site versus 

her husband’s past negative experience at the other site.  She articulated her thoughts in 

the following way.   

I think that hands on attention [at study site] and the interest in how the patient 
was feeling - you know, ‘are you worried’ and ‘everything’s going to be alright’.  
It makes a huge difference rather than you’re just a case---you’re a person versus 
a case.  In Emergency [at non-study site] where, [she makes a sounds like: “ppff”] 
you may as well have been in a vet clinic.  I’m not kidding.  They had no more 
interest in what was actually going on than the man in the moon.     
 

I could hear a similar sentiment in Ross’s words when he shared about his interactions 

with a few staff members at the study site saying, There is the odd one or two [nurses] 

that just goes through the motion and is back out again – they want to get out again as 

soon as possible.  It seemed that if the element of caring was missing, something suffered 

in the patient-provider relationship.  Sarah, saying of the providers at the study site, 
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perhaps captured it best,  They [providers] seem to care about you, and that’s what we’re 

here for.  And when we feel that, we feel stronger because we feel more secure, safer.   

Overall, the participants’ interactions with healthcare providers, past and present, 

was an important component of the individual’s experience.  I could see that participants 

had made judgements and determinations about to facilitate patient-provider 

relationships, as well as when and how to protect them.  The relationships were 

significant in terms of how they made the individual feel - were they respected, cared for 

or valued.  They were judicious in challenging or testing the relationship, but nonetheless 

did so if a certain point had been reached.  The familiarity of knowing providers not 

surprisingly led to feelings of comfort and security.  Further, it seemed, in some ways, 

that they ‘saw safety’ through their providers, and that the engagement and investment in 

their provider relationship was a type of safety engagement, something that they could, at 

least in part, affect and influence.                          

5.1.4.19  Relationships – Other patients.  I was not prepared for the frequency 

with which participants spoke of other patients in their room or elsewhere in the hospital.  

Many participants told me about their roommates, even from previous hospitalizations at 

other sites.  Their stories were not always favourable ones, with roommates causing 

participants to feel like their privacy was invaded or creating worry about staff 

repercussions if they purported to act on their behalf.  They witnessed the care of 

roommates and formulated opinions as to whether it was acceptable, sometimes seeing 

the vulnerability in others when they perceived they could not advocate for themselves.  I 

heard stories of appreciation when roommates called for help for the urgent care of 

another.  At times, there seemed to be a sense of camaraderie and solidarity among 
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roommates, validating each other’s beliefs and opinions about their care experiences.  I 

was also surprised to hear how often participants would reference that there were those 

who were more ill than they, and so accepted and understood their care might need to 

wait.  Their accounts of how they chose to act as a roommate and how they responded to 

the actions of their roommates, illuminated a colour not anticipated – safety for or as a 

result of another.                                 

5.1.4.19.1  Roommates – Stressor or saviour, companion or foe.  As participants 

described to me what their hospital experience had been like, their narratives often 

included mention of their roommates.  Their accounts were sometimes positive, 

sometimes negative.  One of the more complex accounts was told to me by Sue.  It 

illustrated the dynamic situations that can occur between roommates.  Sue did not like the 

intrusion she felt by the actions of her roommate, from the stress induced by her apparent 

outbursts, to asking about her condition, to talking to the nurses seemingly at her request.  

By the same token, Sue knew details about her, and had ventured to ask about her reason 

for admission and even offered support when her roommate seemed to have trouble 

comprehending the care facility that family and staff were trying to encourage her to 

accept.  In telling it, the following were Sue’s reflections.           

The lady that was in that bed had a lot of problems and she was quite volatile 
periodically, and every time she went into a tirade my whole blood pressure 
would go crazy.  In fact they were going to move me but she left.     
 
She said what are you here for and I said I had a stroke.  Now I didn’t ask her 
that, to me that was intrusive.  But the next day, I said did you have surgery or 
something, she said no I’m crazy.  And she went on to prove to me that she just 
about is.   

 
She would take it upon herself to charge up there and give them hell for not doing 
something for me and to me that just makes the nurses mad at you.  I didn’t ask.  
And I would tell her not to – please don’t interfere.  
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I tried to get her to realize that they [staff and family] were all just trying to do 
what’s best for you [regarding care facility].  That was my part only.   
 

Sue seemed troubled by both her roommate’s condition and actions, and yet, though 

cautious, considered and seemingly trying to minimize it, she had reached out to her in 

her own way.  It was an example of the stress participant’s felt about their roommates, 

but it also demonstrated a need and a desire to try and support each other, however 

misplaced or unwanted.  

 I listened to other stories in which participants seemed to feel that a roommate’s 

shared perspective further validated their belief, particularly if the situation was perceived 

as less than ideal.  Paula and Barb both shared experiences that involved roommates.  

Paula, in telling me about a previous hospitalization at another site during which she did 

not feel she received the care she should have, supported her critique by indicating that 

her roommate was complaining about the same things – it was like we didn’t belong.  

Barb wanted me to know that her roommate had the same perception as she did, telling 

me that she said the same thing, they haven’t done anything for you.  Barb, in telling me 

that staff may not be able to respond immediately, supported her viewpoint by sharing 

what she witnessed happen to her roommate.  She described,  

I listen to the lady next to me and I know she doesn’t call unless she’s in a lot of 
pain, and she’s had that answer that they’ll come as soon as they can, and yet I 
know that she’s in a lot of pain.           
 

Their stories reiterated to me the sense of awareness that roommates had for each other’s 

sufferings, yet also seemed like a unique kind of kinship that their shared experiences had 

created.     
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I was interested to hear how roommates had acted to support the safety of another.  

The instances that participants shared about a roommate coming to their rescue typically 

involved the roommate seeking help for the individual.  Peter also described his 

thankfulness that his roommate was aware and alert to know to get him the medical 

attention he needed after falling at the study site.  He told me that he went to go to the 

bathroom one night, and while he was not sure why or what happened, he fell backward 

and hit his head on the sink causing a significant localized injury.  He acknowledged his 

good fortune that his roommate was nearby saying, Lucky enough there was another 

gentleman in my room and he called for help and they came right away.  Ilah also told 

me of a time at another site when her roommate had acted on her behalf to get her help, 

for which she was appreciative.  She shared,  I knew I wasn’t right [feeling well] and I 

said to my roommate I’m not feeling very well I’m going to put the light on, and nobody 

was coming so she started to yell help.  As well, Ilah described situations where she saw 

others in positions of vulnerability, and while she did not act, she did find it troubling.  

During her current admission, she perceived that a roommate was not treated well, telling 

me, I felt for her…sometimes they corrected her too much…she had it rough and they 

kept saying you’ve got to do more.  And that’s what she’d hear, and me they were 

treating so nicely and I didn’t like that.  In one particular circumstance, when the 

roommate had activated both the call bells in their main room, and when no one arrived, 

she also turned on the bell in the washroom, Ilah was frustrated that staff could not see 

the roommate’s dilemma in not receiving assistance and perhaps not knowing the 

distinction between the bells.  Ilah noted the roommate never said a word in her defense 

and yet she clearly felt she had reasonable argument for her actions.  The insightfulness 
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and perception of both the participants and the roommates they mentioned, was 

intriguing.      

The requirement to share a room seemed to have its benefits and disadvantages 

and participants could clearly see both options.   Gene described having a private room as 

just incredible, and when his wife noted how quiet it was, he was quick to add, that’s the 

best thing.  It may be as well that his past experience at another site when he needed to 

share a room with an individual he described as very ill, and whose care providers, as his 

wife described it, would take his roommate’s bandages or diapers and throw them on the 

floor, had contributed to viewing his current room situation so favourably.  Yet for 

Aidan, who initially agreed he had been lucky that they had no three-bed rooms and had 

to be accommodated in a private room, he also confessed to me at the end that, If you’re 

locked up for a week in a room, it starts to feel like cabin fever after a while [he laughs].  

It made me reflect on Shirley’s comments, saying of her roommate, I love to talk to her 

because we can talk about the old days. 

5.1.4.19.2  Knowing of other patients besides roommates.  I found that several 

participants spoke of an awareness of others, apart from their roommates, sometimes 

providing detail on what they perceived were their health circumstances or sometimes 

offering a general belief and assumption that there were individuals more ill than they 

were.  For some participants recovering in the complex/convalescent care unit, it was 

perhaps expected that they would have knowledge of other patients’ health conditions 

given there were different events they did together as part of the rehabilitation process 

(e.g. mealtimes; fitness activities).  However, participants in other settings (i.e. acute care 

unit, special care unit, outpatient unit) also mentioned other patients, referring to what 
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they heard or saw happen, or had somehow come to know about their health.  Sue, 

sensitive to others asking about her health condition, recounted to me the health needs of 

other patients external to her room.  She could hear a patient in another room call for the 

nurses, and she was aware of another patient falling out of bed.  In discussing the 

availability of staff, though some participants reported short waits they often qualified it 

by reasoning that others were more in need.  Several participants shared the belief that 

Otis had - There’s always someone else sicker than what you are, or how Ilah phrased it – 

I know there’s more people than me.  Barb, who spent time on both the acute and 

complex care unit, wanted me to know that her medication was administered late by an 

hour and a half the previous night, but made allowances for it saying, They look after the 

really sick people first - we’re also sick but on a different level.  Some participants 

seemed particularly aware of other patients, whether as part of their natural curiosity or as 

part of their general understanding of the healthcare system and as way to make 

justifications when gaps were perceived.                  

Overall, many participants talked about other patients, whether as roommates; 

patients they had heard or seen in the hospital; or as part of their general beliefs and 

assumptions about what was occurring.  It was something I had not anticipated, yet it was 

evident that, for some, other patients influenced and affected participants in different 

ways.  These discussions made me reflect on several considerations – the safety actions 

taken by a roommate in support of another’s well-being; the breach of privacy that was 

occurring in some instances; the support, validation and friendship roommates offered 

each other; the potential additional stress associated with having a roommate; and the 

perception (whether accurate or not) that others are more ill.                         
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5.1.4.20  Summary relationships.  The influence and involvement of different 

types of relationships was clearly evident in the narratives of the participants.  The 

connections to other people, whether family and friends, professional providers, or other 

patients, each in their own way, affected the participants’ healthcare experience.  

Relationships could present an opportunity for learning, they could be stressful, they 

could be comforting and supportive, and they could provide protection and safety.  The 

family members of participant acted in ways to facilitate their safety.  Roommates were 

cited as seeking help for participants who experienced a health crisis and yet could also 

be a source of stress and strain.  The relationships with healthcare providers were valued, 

and healthcare providers were defended by participants despite lapses in their care.  The 

provider relationship provided a platform for participants to engage, whether by asking a 

question or, as needed, asserting their beliefs and opinions.  These relationships hold 

different meanings for patient engagement in patient safety, but will be uniquely defined 

by each individual.  
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5.1.4.21  Meaning of safety.  In all of the narratives shared with me, safety was 

discussed directly and indirectly in various ways, related to, as example, health system 

processes and procedures.  As I contemplated all that I had been told, I realized the 

diversity by which participants thought about safety.  There were no two answers alike, 

and while there were some common sentiments, I came to appreciate that safety and safe 

care is seen in different ways by different people.  In our conversations, trust was often at 

the core of what participants either implicitly or explicitly referred in talking about safety.  

Aligned with this was also how care is managed after a mistake has been made, and the 

lasting implication of those efforts (or lack thereof).  Based on this, a grounding point 

must be the exploration of the meaning of safety in healthcare for each individual before 

engagement, as appropriate, is determined.              

5.1.4.22  Meaning of safety – Values and priorities.  The participants shared their 

opinions and viewpoints of safe care and what ‘feeling safe’ meant to them and I paid 

particular attention to their immediate reactions and responses, feeling that those would 

be truer reflections of their priorities and beliefs.  I did not appreciate the extent of the 

importance of obtaining their views on this until I heard the variation in each of the 

responses, and perhaps it should not be surprising given the complex, multidimensional 

nature of safety described in the literature and by providers.  The difference was that each 
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patient saw something different, drawn to a certain priority more so than another.  There 

were times when participants did struggle to find the words, likening it more to a 

‘feeling’ and something that they knew they received but could not articulate.  I found 

that other participants were quick to identify their opinions and very specific concepts, 

and often times this seemed to be linked to their health conditions (e.g. safe care was 

related to fall prevention if one had an injury or surgery that affected their mobility).  As 

individuals shared their ideas, I reiterated these with new participants to understand if 

they shared similar perspectives, and often when an individual could not initially identify 

what safety meant to them, they were able to affirm (or not) examples that were provided.  

Mobility and fall prevention, the environment, and insightful, attentive staff figured 

prominently in their responses.  In so many shared experiences, participants had talked 

about needing help to go to the washroom, their independence often limited by a mobility 

deficit, so the emphasis on having help to move safely was not surprising.  While 

practical thoughts and considerations were provided, more conceptual ideas of safe care 

were also described, as when Dan talked about it being fair and honest.  Overall, the 

details of their responses reaffirmed familiar concepts, but also provided new 

considerations.  Further, and perhaps more importantly for the context of this exploration, 

the uniqueness of each priority and viewpoint is noteworthy and one that must be thought 

of as part of the discussion on engagement.  By identifying their priorities, there is 

opportunity to enhance and heighten related efforts.  It is also revealing to see, whether 

on initial reaction, the emphasis of one’s own role is factored or not.  Table 8 is examples 

of the views participants had about the important elements of safe care and what feeling 

safe meant to them.    
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Table 8 
 
Examples of How Individuals Define Safe Care and Feeling Safe  

In the Words of Participants:  What Safe Care and Feeling Safe is About & Should be… 
Elusive, hard to describe… 

• I do believe I get safe care [at study site] except for the odd little thing. 
• I know I have safe care – I do.  I feel it. 
• Oh I don’t know.  I’d say you always feel safe in here [study site]. 
• I don’t know what to say about that.  I’d like to know they got safe care, I assume they do.  It’s just something I take for granted. 
• I wouldn’t know how.  All I would know is what’s around me. 
• I don’t really have any idea. 
• I’m not really sure.   

Mobility & fall prevention… 
• Providing things when you need to move about safely – like giving you a walker if you need to walk somewhere or wheelchair and they make sure it fits 

my body comfortably so I can get around better. 
• They take me to the bathroom if I need it and stand by so I don’t get up and fall.   
• They take you to the bathroom, they wash you… they go out of their way to do what they can for you so I feel completely safe in the environment. 
• They make sure you’re sitting down safely before they leave the room and…or in bed or whatever.   
• I do feel safe here.  I guess because I can get around. 
• To make sure, if they’re so sick they don’t know what they’re doing, for themselves, that they’re not going to be able to fall or fall out of bed or if they 

are trying to get out of bed then, that’s when  they’re going to get out of bed anyway because you can’t be everywhere at once.  If you can’t keep them 
in the bed at all then you take all precautions that that one’s not making the decision on their own to get out of bed.  And also if they needed to be 
strapped in then they are, it’s for their protection and the staff protection to do it. 

• I think when you’re unsteady on your feet you kind of need that extra little hand to help you.   
Rushing feels unsafe… 

• [Anything that made you feel unsafe]  Just the rush.  It’s like I’ve [staff] got to get this job done because I’ve got another really important job I’ve got 
to get to.  I’m in a hurry.  [worry miss something]  I do.  We have to streamline everything.  

Away from stress of roommate… 
• Away from a tyrant [roommate]. 

Infection control… 
• You want to make sure that you’re not going to give any germs if you have them to somebody else. There could be times when they [staff] should wear 

a mask too maybe. 
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Table 8 
 
Examples of How Individuals Define Safe Care and Feeling Safe continued  

Teaching (or not)… 
• What the nurses teach us.  How to sit down, how to get up, always back up to a chair till you feel it at the back of your legs and then you can sit down. 
• If somebody doesn’t know what they’re doing…they can tell you if you don’t do this something like this might happen. 
• [Would teaching on medication make you feel safer] Yes, I think it would. 
• Yes - they [patients] will know what is required of them to make sure that they’re safety is looked after. Make sure that they can. 
• Oh yes, that’s for sure.  Especially the physio part.   
• Explaining things to people. 
• No, I’ve been in hospitals enough to know what goes on. 

Everyone follows safety standard… 
• The hospital treating you was ensuring your safety by having the best trained or qualified people to look after you, to ensure that they wash their 

hands, to ensure that they’re kept up on the latest methods, to ensure that other hospital staff such as, cleaners, food, volunteers, all maintain that 
safety standard too and that cleanliness factor of cleaning their hands before they come in. 

• [Unsafe] The non-caring nurses that administered it [treatment at another site], that didn’t follow protocol, I’d call that unsafe care.  Very scary. 
Environment… 

• That if they’re mopping the floor they put the signs out and they warn you.  Or if they’re making your bed, they make sure they haven’t got it up too 
high that you can’t get into it.  That they have the furniture arranged so that you’re not going to fall over it.  Stuff is placed so you can get at it.      

• I’m in a safe and clean environment which means a lot to me. 
• [Unsafe] These floors are very slippery. I have to wear my slippers all the time. But they force me to wear my slippers anyways. 
• It’s your environment, anything on the floor, like if I look around and say see something on the floor and anything’s not going to fall off.  Your total 

environment, just that, something‘s not going to be some kind of a little accident happening or something.  Watching your cords. 
• I think that’s the big one there, the clean [hospital]. 
• The only that comes to my mind is the smaller area, make sure it’s not cluttered to that if an emergency comes up that you have to remove the person 

from the room, that you can get the bed out safely. 
• [clean environment part of safe care]  Definitely.  Yes. I like things being clean.  I can’t stand anything dirty. When I see things dusty it makes me feel 

like I’m not breathing well. 
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Table 8 
 
Examples of How Individuals Define Safe Care and Feeling Safe continued  

Providers’ responsibility… 
• A nurse’s responsibility to make sure that her patients are getting better.  The responsibility seems to stem back to the nurses…proper care from them. 
• That they do their part.   
• Teamwork. 
• Safe care is you’re in the hospital, and you’ve got the nurses and the medical people looking after you, I figure that’s safe care. 
• That they’re doing what they should do to help me.   
• I’m in the hands of them. 

Not threatened… 
• I don’t feel threatened by anything. 

Medication administration… 
• Well your medications should be looked at but I don’t know maybe they do look, the nurse who brings it to you. 
• Getting the right drugs, the nurse checking that the drugs are the ones you’re supposed to get, washing her hands before she gives them to you. 

Insightful, reliable & attentive staff… 
• Being there when you need them. 
• There’s always a nurse. 
• I feel that they should be here, like if you ring the buzzer and you’re in a lot of pain and you know that you’re afraid to get up to do things on your 

own, that’s my only concern, that they would come and do it, for you, help you. 
Be prompt, and that if you need them, to get here as soon as possible. 

• I don’t think you should leave the patient alone so much.  I know they’ve cut back but.  But these horror stories about retirement homes and…terrible.  
Just awful and they’re right here in our own community. 

• They assessed each person whether they were nervous or they were apprehensive or they were relaxed. 
• Definitely. 
• They’re just here when I need them. 
• I think they should look in on you more often than they do.  They do have a bell if you need it but you have to remember that there’s a bell there or you 

have to be awake enough to know ‘yes’ you’ve got to press the bell.  That’s where the problem is.  And sometimes…you can’t see how sick I am, I can’t 
see how sick you are.  I don’t know how you feel, you don’t know how I feel.  That’s hard. 

• They’re there when you want them---I think that’s the bottom line. 
• Being able to have somebody respond when you ring your bell quickly.  
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Table 8 
 
Examples of How Individuals Define Safe Care and Feeling Safe continued  

Effective communication… 
• Yes.  Exactly. 
• He [anesthesiologist] was very reassuring, every time I saw him, he would touch me on the shoulder – ‘you ok now, it’s just me’, you know and I had 

my eyes shut and he said, ‘it’s just me again and I’m going to be…’ and ‘just  me’.  So, he made me feel relaxed.  Even the surgeon who I’d not met, he 
was very good as well.  He introduced himself, he asked me if I had any questions.  And he explained the procedure all over again, told me what we 
were going to do, told me that I was to participate, and that was fine [she chuckles] -  I said am I going to be out for this and he said no.  And I said 
well that‘s good.  And both the anesthesiologist and the doctor said that they wanted me to participate, and I felt good about that [having awareness]. 

• [feeling unsafe] Yes, when the fire alarm went off.  The first time it happened, they did say we’ll close the door so it, you know.  But last night, nothing 
happened, it just kept on and on - soon the buzzers stopped and don’t know if it was a fire or, somebody broke in or…nobody came in the room even. 

• People that you could ask questions. 
Fair, honest, nice… 

• Well, you don’t hear guns going off or fire trucks pulling up.  I don’t know, just everything is fair and honest and nice, so you feel safe.  Not going to 
come in and steal your stuff or anything. 

Being mistreated… 
• [safe care] Like being mistreated, you mean? 

Alerting staff… 
• Not doing what you shouldn’t do by yourself without letting, you should always let the nurses let them know if you are going to be doing something, if 

it’s something you shouldn’t be doing by yourself.  Unless you’ve already agreed, ok, it’s fine I can do this by myself.  But I like the idea there’s bells 
all over.  I you do get into something you can call for a nurse. 

Everyone’s role… 
• Everyone, everyone being aware. 

Multifaceted… 
• I think there would be maybe two or three different scenarios that should come into play.  Make sure that the room is not cluttered, and stuff like that.  

The medication should be, definitely looked at properly.  And also whether that patient is demanding because they are hurting in pain so much that 
they’re becoming an annoying, so therefore it works on one’s nerves, so you have to keep in mind this is not that person’s right make-up.  There’s 
safety for all, not only for the patient but for the nurse, the doctor, the staff person.                                                                                                      

Common sense… 
• [Not getting safe care]  Sometimes I think common sense has been cancelled. 
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Table 8 
 
Examples of How Individuals Define Safe Care and Feeling Safe continued  

Small town-feel… 
• I feel extremely secure here.  Extremely secure.  I guess I’m looking at I live in a small town, I don’t live in [name of large city] anymore.  But you see 

forced entrances into hospitals, and whatnot.  We don’t think about that here.   
Caring… 

• They [staff at study site] don’t let you go off on your own, walking around the hospital if you’re not able to do it and they’re here looking after you 
24hours a day.  And they’re always on call. [family member adds]  In the real sense of the word, rather than just making a buck.   

• Well the nurses themselves, they do all they can to help you. 
• They do their best. 

Reinforcement and reminders… 
• They provide well, like for you to call for help if you need it and they tell you if you need anything at all call me, every night. 
• So much reinforcement [pre-procedure of what will happen]. 
• Somebody in a wheelchair will try and stand up, they say ‘oh no, you have to sit down’ and that’s just a constant thing, they do that all the time.  And 

just the way they set people in a wheelchair for an example.  You know, ‘be careful, we have to do this, we have do that’ and then they always put 
brakes on when they stop and stuff like that. Being a non-professional may do it sometimes and not others, where they are constant with it.    

Being aware… 
• It’s like anywhere else, you’ve [patient] got to keep your eyes open and your ears.   

Rights… 
• I know we [patients] have rights.  
• If they think they aren’t being looked after safely I believe there’s someone that they should be able to go to or report to or discuss it with, certainly. 
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5.1.4.22.1  We trust, we have to.  As I reflected on their contemplations about 

safety and safe care, I found myself thinking that almost all of their answers focused on 

the providers and the health system.  It is not to say that they did not also have viewpoints 

on the importance of patient engagement, but their ‘way of thinking’ about healthcare 

safety was a paradigm where the provider and system were the focal point.  Their 

thoughts reflected on how providers should be attentive and caring, follow protocols and 

procedures, all within an environment that is clean and free of any type of harm.  Their 

thoughts were also of how things are done to them, as recipients of all that transpires 

around them (for better or for worse) – a dependency.  The definition of safe care was not 

typically inclusive of a patient’s role.  Also aligned with this, many participants described 

that they had expected some element of care would be done or that they believed an 

action had been taken without knowing for certainty.  The real or perceived limitations 

for their involvement, or the belief that anything aligned with healthcare was beyond their 

responsibility, necessitated having faith in others.  As such, integral to their thinking 

about safe care, in all its varied forms and nuances, was trust.  Sarah’s eloquently 

wording was at the core of what so many had indirectly implied about the meaning of 

safety, We trust our nurses, we trust the doctors - we have to, they have the knowledge.   

5.1.4.22.2  Was there follow-up?  I found that participants recognized 

vulnerabilities in healthcare and that safe care may not always be achieved.  Fred phrased 

it as, Errors shouldn’t happen, but people being human, there’s always errors going to 

happen.  For those who had described experiencing an error in their care, the 

management of the error remained with individuals and depending on the nature of the 

way it was handled, was as much a part of safe care as other components.  In Henry’s 
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recollection of the error with his medications, he could clearly remember his appreciation 

that the individual apologized and described how he [provider] was really sincere about 

it.  Henry also wanted me to know that he told the individual he had called about the error 

so that the individual could see it doesn’t happen again [to] somebody else.  When asked 

if anything would have made Ron feel better about his circumstance, he replied, It would 

have helped if he [doctor] had said he was sorry or something.  Gene’s wife remained 

troubled, after a number of years, that she had not able to hear whether corrective efforts 

were taken regarding an error in procedure that had occurred during her husband’s care at 

another site.  As he and I listened, she shared the distress she still felt about the 

circumstance.         

We asked questions about [follow-up after error]…nobody wants to see anybody 
get fired but our question was there any follow-up with that particular nurse or 
any clinical re-training.  Was a simple question.   Didn’t seem to be a big thing to 
me to ask.  The fact is I wasn’t allowed to know.  That’s none of your business.   
O-k.  [She says the previous word with somewhat of a shocked, surprised tone].   

 
I wouldn’t go there [back to place where error occurred] because that nurse may 
have not been given [re-training] – but they could have said ‘yes, we’ve spoken to 
her, we’ve assessed her skills, and’… – nothing.   It’s none of your business.    

    
I think it [follow-up of some kind] helps clarify that there’s a process that is 
trying to improve care.  [She acknowledges mistakes happen]  But as long as you 
see that the system, or the people in the system are saying jeez we don’t want that 
to ever happen again and where did it go wrong.  They have all these medical 
committees and medical tissue and audit and blah, blah, blah, blah, blah – we 
have a lot of committees out in the world, that doesn’t mean they do bugger all.  
There’s not enough black and white movement toward a better system.         
 

These conversations illuminated for me that participants see safe care as including 

genuine concern and effective management when something goes wrong.  It also revealed 

to me that in those circumstances when an error occurs, individuals may engage in safety 
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considerations in ways they had not previously, and providing transparent, honest 

dialogue and meaningful action is valued and expected.               

5.1.4.22.3  Participant safety solutions.  One of the many enjoyable moments for 

me occurred when unexpectedly I heard participants offer ideas about safety 

improvements or solutions, sometimes catching themselves by surprise.  Jerry, believing 

patients needed to be checked on more frequently to ensure their well-being, thought of a 

solution as he talked, They should have one of those [monitors] at the desk that you could 

see what’s going on, [he chuckles] in your room.  I never thought about it till right now 

but…that would see what a patient’s up to, where he’s at.  Toward the end of our 

interview, Arthur, admittedly not having thought a lot about provider hand washing, 

suggested to me, All the taps are electronic, just put it on your bracelet and then you 

know how many times you washed your hands in a night.  Marilyn was ready to design a 

new program for patients about safe care. 

It could even be part of a program maybe once a week even or something, or 
somebody comes in and, and talks to patients as a group…just let them know, if 
you’re feeling unsafe in any way or whatever, these are things to look for and let 
us know if there’s anything that concerns you. 

 
Russ had ideas about what would help people know more about how to receive safe care.  

He offered, I think literature…get it out there so that people can read or to see.  We 

shouldn’t do this and we shouldn’t do that, and here’s why we shouldn’t.  But I think it 

needs to be explained too.  The participants valued reflecting on ways to improve safety, 

and whether it included what their role might be or not, many were engaged in providing 

innovative solutions and potential strategies.     

5.1.4.23  Summary meaning of safety.  The meaning of safety and specifically 

one’s safe care values and priorities emerged as an important consideration in my 
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discussions with participants.  I expected to see a common topic or pattern, and this was 

not the case.  Participants had insight and views on the meaning of safety for them, and it 

was equally important to know of the difficulty some had in capturing it in words.  For 

some, it was something they took for granted and trusted that it occur, whether they were 

the passive recipient or not.  For others, they had clear ideas about was what particularly 

important for them, such as mobility or fall prevention.  For most, the safe care paradigm 

did not immediately conjure the role of the patient.  It may be that a paradigm shift is 

required in order for patient engagement to be more broadly recognized and accepted, 

with all involved and most particularly with patients.  The meaning of safety to 

participants was at the core of so much of what they described and how they viewed 

healthcare, and while there is opportunity to enhance and expand their 

conceptualizations, it is vital they not ignore their values and priorities.     

 

Figure 6:  The 5-Facet Framework for Patient Engagement in Patient Safety 
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Chapter 6:  Phase 2 – Eight-item Participation Questionnaire – Results and 

Discussion    

6.1  Eight-item Participation Questionnaire – Results and Discussion    

At the end of our discussions, I helped the inpatient participants complete the 

eight-item participation questionnaire developed by Weingart and colleagues (2011), 

which was developed to target patients’ participation in activities that might promote safe 

care.  Table 9 is a summary of all the participants’ responses. 

6.1.1  Summary of responses.  Overall, most participants felt they knew about 

their medical problem or condition for which they were admitted, with 61% (17 of 28) 

indicating they either knew ‘a lot’ or ‘some’.  Of the participants, almost 80% (22 of 28) 

felt that they ‘always’ or ‘usually’ were well enough to talk with healthcare providers.  

Seventy-five percent (21 of 28) of participants thought that it was ‘very easy’ or 

‘somewhat easy’ to find a healthcare provider when they wanted information about care 

or treatment.  Seventy-one percent (20 of 28) of participants felt that healthcare providers 

had described positive and negative attributes of treatment options.  Most participants 

identified that they were comfortable with their participation in the decisions the 

healthcare team made about treatment, with almost 80% (22 of 28) agreeing that it was 

the ‘right amount’.  Forty-six percent (13 of 28) of participants perceived that visitors 

(family or friend) ‘always or usually made sure’ their healthcare wishes were being 

followed by the hospital staff.  In regard to medication administration, 54% (15 of 28) of 

participants indicated that when they received medications in hospital, they ‘checked 

always or usually’.  The final question was how much a participant could rely on their 
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knowledge and alertness to protect them from healthcare error, and 71% (20 of 28) 

reported ‘a lot or some’.            

I used this questionnaire as a complement to the participant narratives, and as 

another way by which to unravel thinking and perspectives on patient engagement in 

patient safety.  Noteworthy for me was that 20 of the 30 participants believed they were 

competent and able to be aware to protect themselves from healthcare error, and most 

were engaged in some way.  The responses of the 15 participants indicating they did not 

or only sometimes checked medications did align with their narratives wherein many 

reported they trusted the process.  Most participants also indicated they felt well enough 

to talk with healthcare providers, but it did not provide indication of the frequency of this 

kind of engagement.  Though I did not question individuals, I found at times an 

incongruence between previous information they had provided me and the response they 

gave on the questionnaire.  A participant indicated ‘did not check’ their medications and 

yet had described earlier in the interview asking the provider for information about their 

medications.  It may be that individuals interpreted ‘checking’ in different ways.  

Additionally, I found that despite my expectation that participants would simply provide 

the answer they wished and no more, that rarely happened, with individuals adding and 

qualifying responses.  Their additional comments were included in the content analysis of 

each transcript.                                                

6.1.2  Strengths and limitations of the questionnaire.  I found using the 

questionnaire had certain advantages and disadvantages.  The primary advantage in using 

the questionnaire was that it often did serve to advance my conversations with 

participants and illuminated things in different ways.  I became much more aware of the 
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need for clarity with language and phrasing of questions, and as well acquired a greater 

appreciation of the limitation in requiring individuals to select a sole response for such 

complex and nuanced issues.  There was benefit in completing the questionnaire with 

them as it allowed me much greater insight into how individuals were interpreting and 

responding (or wanting to respond) to questions.  For instance, individuals would tell me 

they did not check their medications because they did not know what medications they 

were taking.  This gave insight into the reasons for their actions, which is meaningful if 

one is to initiate improvements or changes.                  

From my perspective, the questionnaire did have certain limitations.  A number of 

participants asked for clarification about the first question.  When I asked this question, 

some individuals said prior to coming to hospital they did not know anything about the 

medical condition for which they were admitted, and were prepared to have that as their 

answer.  In some instances, the participants described to me a progression of not knowing 

anything to gaining more knowledge as their hospitalization progressed.  The wording of 

the question made it difficult to capture that variability.   

Question two presented challenges to some individuals.  Sue, as example, 

indicated she felt well but due to her stroke was initially not able to speak clearly to the 

team.  The wording of the question did not provide options in this regard.  Similarly, 

others noted that initially they did not feel well enough to talk, but they progressively got 

better and became more engaged.  The wording of the question made it difficult to 

capture this dynamic.  Additionally, the frequency of such interactions might have also 

provided rich information.          
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A few participants felt question three did not apply to them.  The question is about 

the ease or difficulty in finding providers to get information on one’s treatment.  The 

individuals who asked about this question offered that they had never tried to find a 

provider, so could not reasonably judge the ease or difficulty.  In these instances, I noted 

patient identified not applicable, on their form.  Also, the question indicates ‘doctor or 

nurse’ and it may be that it is easier to find one over the other, yet it cannot be 

distinguished in the answer options.  

A few of the participants also felt that question four did not apply to them.  This 

question was designed to understand if patients had both positive and negative 

possibilities associated with their treatment options explained to them by providers.  In 

some instances, participants stated that they did not have any treatment options and 

therefore did not feel equipped to answer the question, or that they had to ask the 

providers for the information. 

The question about a patient’s participation in the decisions the healthcare team 

made about their care (question 5), had several limitations.  I found that the most difficult 

element of this question was that it did not allow participants to articulate their 

participation.  One participant might have said they participated ‘about the right amount’ 

(as over 78% did), but this proved of little value as it did not distinguish whether they 

were actively involved or not involved at all – only that it was the right amount for them.  

It does allow one to glean that, for the most part, individuals seem happy with their level 

of participation, but does not illuminate what the degree and nature of their self-identified 

participation.  Some participants also had trouble understanding the intent of the question, 

and the way it is formatted and structured made it difficult to easily comprehend.           
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Some of the participants queried the wording and meaning, as well as the lack of 

inclusion about one’s changing health condition in question six related to visitors (family 

members or friends) helping patients ensure their healthcare wishes were followed by 

staff.  A few individuals wanted to distinguish between visitors who would have no 

involvement in their care but came to see about their well-being and keep them company, 

versus family members who had greater engagement in the individual’s care.  The 

question did not account for that distinction.  I was also questioned about the wording of 

‘wishes’, as there was a perceived difference between making sure the staff responded if 

the participant needed immediate attention versus thinking about healthcare wishes as a 

broader, more complex concept (e.g. including such things as end of life planning).  

Paula, after telling me about an urgent care issue at another site, expressed it as, he (son) 

made sure that I was being looked after but as far as my wishes, he’s never discussed 

them with me.  Additionally, I also found that some participants wanted to acknowledge 

that family members might have had an initial role in supporting the participant when 

they were in the acute phase of their illness, but as they stabilized and progressively felt 

better, they perceived there was no need for their intervention.  Included with that was the 

perception of the quality of care that participants felt they were receiving, eliminating the 

need for a family member to do anything as everything was being taken care of.  This 

changing dynamic of the patient’s condition, and the perception of quality care and lack 

of need for involvement was another distinction participants voiced.  The wording of the 

question was interpreted by participants that the family member needed to be actively 

pursuing issues with staff or doing something (e.g. making a decision about a matter) in 
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order to score them as ‘making sure’ or being involved, as opposed to a supportive role to 

the patient in assisting them to act.                      

The question on checking medications was limited in the scope of information it 

provided.  I found in asking that question, participants selected an answer and then 

wanted to justify their answer to me, adding as example that they looked at the number 

and colour of the medications or if they were visually similar to their medications from 

home, as their check.  The question as it is written does not account for how they check 

and the participants I spoke with varied in how they approached that process.  Given the 

discrepancy in how one could define ‘checking’, clarity of this would be useful. 

The answer option on the final question addressing one’s knowledge and alertness 

was a question I was asked.  Some participants questioned the difference between ‘some’ 

and ‘a little’.  I heard qualifications from individuals, such as I might say ‘a little’ but it 

wouldn’t be great, feeling like the answer options were not a completely accurate 

representation.  I was asked by a family member whether this question related to 

medications or overall, so there may be some benefit in being more explicit in the 

wording, such as: ‘regarding your care overall when in the hospital…’ 

Overall, the participation questionnaire was an interesting supplement to our 

conversations, and was beneficial for illuminating how seemingly simple patient 

engagement could be quantified and yet based on their narratives, the depth and 

complexity was undeniable.                        
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Table 9 
 
Eight-item Participation Questionnaire Responses (n=28; inpatients) 

Question 
 

Answer Option &  
Response n(%) 

1) During your hospital stay, how much did you know about the 
medical problem for which you were admitted?  

A lot 
12(42.9) 

Some 
5(17.9) 

A little 
5(17.9) 

Not at all 
6(21.4) 

 

2) During your hospital stay, how often did you feel well 
enough to be able to talk with your doctors and nurses? 
 

Always 
17(60.7) 

Usually 
5(17.9) 

Sometimes 
6(21.4) 

Never 
0(0) 

 

3) When you wanted information about your care and treatment, 
how easy or difficult was it to find a doctor or nurse to tell you 
what you wanted to know? 

Very  
easy 

15(53.6) 
 

Somewhat 
easy 

6(21.4) 
 

Somewhat 
difficult 
3(10.7) 

 

Very  
difficult 
2(7.1) 

 

 Patient 
identified not 

applicable 
2(7.1) 

 

4) During your hospital stay, when decisions had to be made, 
how often did your doctors and nurses describe the good and 
bad things about your treatment options? 

Always 
16(57.1) 

 

Usually 
4(14.3) 

 

Sometimes 
3(10.7) 

 

Never 
3(10.7) 

 

Patient 
identified not 

applicable 
2(7.1) 

 

5) Did you participate in the decisions your healthcare team 
made about your care…?  

Less than  
wanted 
3(10.7) 

About the right 
amount 
22(78.6) 

More than wanted 
1(3.6) 

Patient identified 
not applicable 

2(7.1) 

6) During your hospital stay, did you have a family member or a 
friend visit you?  If yes, did that person help you make sure your 
health care wishes were being followed by the hospital staff?    
 
 

Visitor 
always 

made sure 
10(35.7) 

Visitor 
usually  

made sure 
3(10.7) 

Visitor 
sometimes 
made sure 

6(21.4) 

Visitor  
never 

made sure 
4(14.3) 

 

No 
visitors 
2(7.1) 

 

Patient 
identified not 

applicable 
3(10.7)  

7) During your hospital stay, when you were given medicines, 
did you ever check to make sure that they were the correct ones?  
If yes, how often did you check the medicines given to you by 
the hospital staff?   

 

Checked  
always 

11(39.3) 

Checked  
usually 
4(14.3) 

Checked 
sometimes 

3(10.7) 

Did not  
check 

10(35.7) 
 

8) In general, when in the hospital, how much can you rely on 
your own knowledge and alertness to protect yourself from 
medical errors? 

A lot 
7(25.0) 

Some 
13(46.4) 

A little 
7(25.0) 

Not at all 
1(3.6) 
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Chapter 7:  Phase 2 – Summary Themes 

7.1  Summary Main Themes   

The narratives from all the participants and the family members who joined the 

conversations, provided a depth of information about important considerations for patient 

engagement in patient safety.  The analysis of the narratives illuminated the components 

of the 5-Facet Framework for Patient Engagement in Patient Safety.        

7.1.1  The 5-facet framework.  The participants and their family members, 

shared many things about their healthcare experiences.  They reported past and current 

experiences, and circumstances that were both positive and negative.  They indicated 

their likes and dislikes about care processes and environmental factors.  All of the 

information helped me understand and learn about who they are and their values and 

preferences, as well as establishing a rapport and trust that was important to have for 

gaining the information that I did.  The analysis was made more complex because of the 

range of issues that participants wanted to share with me.  The complexity was not only 

in managing the volume of information, but the need to continually focus on my research 

questions and not become side-tracked with interesting, but nonetheless irrelevant issues.  

All of the information, however, was important in understanding them and their context.       

A key part of the analysis was discerning safety engagement, and not healthcare 

quality indicators or preferences.  After deconstructing all of their narratives and 

examining the components related to safety engagement, the reconstructing illuminated 

five themes or facets that I found as influential in determining the degree and type of 

healthcare safety engagement of participants.  Each of the facets have common purposes 

in that they all help to bring clarity in understanding: 1) whether a patient does engage; 2) 
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what they do for their own healthcare safety; and 3) whether they believe they should be 

engaged.  The fourth facet, Relationships, and specific to relationships with providers, 

can also be conceptualized as a form of engagement.     

The five facets and their associated sub-components was a vital piece from the 

findings of this study.  Further to that and equally as important is the conceptual 

application of the framework.  What I mean by this is that while the facets are important 

in and of themselves, they must be recognized to be distinct, intricate, and ever changing 

for each individual.  Each facet and its respective sub-components, are nuanced and 

dynamic.  Collectively all the facets or themes and subthemes are like the shards of 

coloured glass in a kaleidoscope.  For each person, those shards of coloured glass (or the 

facets) are uniquely theirs and changing continually.  Taken collectively, we can begin to 

see the kaleidoscope image for each person, knowing that it is a dynamic image.  This 

was an important understanding for me because I could not deny that every individual I 

spoke with had different facets or themes that were more significant to them or that 

influenced them in different ways, and that changed and evolved during past or recent 

experiences.  These facets are the key pieces, or shards of glass, that we as providers 

must come to know in order for us to see patient engagement in safety for them - to see 

their kaleidoscope image.  Figure 7 is a visual representation of the conceptual 

application of the 5-Facet Framework for Patient Engagement in Patient Safety.  The 

names of study participants have been used to illustrate how their individual 

kaleidoscopes (i.e. the dynamic facets affecting their engagement) would differ from each 

other.  For example, Mary has a greater focal point of blue – personal capacity – and this 
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would be a facet to explore and understand in order to best engage her in safety that is 

right for her.
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Figure 7.  Application of the 5-Facet Framework for Patient Engagement in Patient Safety.  
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Chapter 8:  Final Discussion 

8.1  Findings 

 In my initial conceptualization of this topic, I envisioned testing an intervention to 

facilitate patient engagement in patient safety.  I liked the idea of testing an intervention, 

the outcomes of which I could conclude there was a difference or not.  As I immersed 

myself in the literature at that time, I came to appreciate there was limited evidence of 

what patients and family members think generally about being involved in safety 

prevention.  Additionally, it was not clear what safety strategies, if anyway, were better 

suited to patient engagement, and how involvement was being assessed and evaluated at 

the bedside.  I found that there was health policy and administrative directives to engage 

clients in their role in safety, but I did not believe these positions were based on 

substantive evidence that included the patients’ perspectives.  In my haste to intervene, I 

too had made preliminary assumptions that engagement was reasonable, logical and 

undoubtedly needed to be pursued in light of error rates, but had failed to think about the 

full extent of the implications to those most significantly affected - the patients.  And so it 

was for these reasons that, as first steps, I needed to ensure I had gathered all relevant 

literature, and complementary to that, inductively explore patients’ and family members’ 

attitudes and behaviours of their engagement in patient safety.  This would then enable 

development of a tool or user-friendly bedside assessment to determine patient 

preferences for safety engagement.            

 My aim was not to develop a theory, study the essence of the lived experience, or 

interpret, which would have required different methodological approaches, namely 

grounded theory, phenomenology, and hermeneutics, respectively.  Within the 
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Interpretative paradigm, I wanted to respect those philosophical premises using a 

descriptive exploratory approach to learn about patient and family attitudes and 

behaviours regarding patient safety engagement.  Only then could I begin to use those 

findings as the basis for an initial assessment tool about patient safety engagement 

preference.  I did not plan to do an in-depth study of the narratives of a few individuals 

knowing this would not be most effective in helping me achieve my ultimate future goal 

of tool development, and wanted to ensure I talked with enough individuals to feel 

confident I had captured the relevant, most meaningful elements.  I chose to focus on 

patient interactions in the hospital or clinic setting, though acknowledge safety is of 

interest in other settings as well.        

  8.1.1  Research questions revisited and integrated key summary results.  In 

examining the topic of patient and family engagement in patient safety, I conducted a 

scoping review and a descriptive, exploratory qualitative study that included a brief 

quantitative survey.  In the scoping review, I focused on two broad questions:  1) What 

are patients’ and families’ attitudes and beliefs about their participation role in ensuring 

they receive safe care, as described in the published and unpublished literature? and 2) 

What are the behaviours indicative of harm prevention that patients and families engage 

in independently or at the direction of others [researchers; healthcare providers], as 

described in the published and unpublished literature?  In the qualitative study, my 

primary research question was:  how do patients and families describe healthcare safety 

and what are their attitudes and beliefs about their role in promoting it while receiving 

care in a Canadian community hospital?  Additionally, I explored this in greater depth 

with participants by considering the following with them:  behaviours patients and 
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families report in promoting their safety; what enables and hinders their involvement in 

promoting their safety; information needs patients report about promoting their own 

safety; and activities patients and families report are comfortable to do to promote their 

safety.   

 In considering the combined results about patient attitudes toward safety 

engagement, there are two main summary points.  First, the scoping review resulted in a 

subset of 26 items related to patient attitudes, but notably nine were text and opinion 

pieces.  Further, in much of the remaining evidence, generalizations have been made 

about attitudes toward engagement based on one specific clinical focus (e.g. 

handwashing) without attention to this issue in its entirety.  The results of this review 

about patient attitudes demonstrated the need for a qualitative approach to describing and 

exploring the full scope of what this means to patients within the Canadian context. 

 Second, the results about patient attitudes from both the scoping review and the 

qualitative study are complementary as it relates to the variation in responses.  From the 

perspective of patients, there is no overwhelming, consistent viewpoint in support of or 

contrary to patient involvement in patient safety.  The complexity of this issue does not 

easily yield itself to a ‘yes’ or ‘no’ response.  It is suggested that one can view this as an 

opportunity and an openness by some patients that they do want to partner and be 

involved in their safety.  It necessitates however, that providers be easily able to 

determine this, in all its nuances, at the bedside – something that does not currently 

happen.                              

In considering the combined results from the scoping review and the qualitative 

study (including the quantitative survey) about patient behaviours toward safety 
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engagement, there are three overarching key findings.  First, the scoping review related to 

behaviours highlighted that patients may believe they would behave or act in certain way, 

yet this does not necessarily translate to action.  This was also found in the results from 

my qualitative study.  As example, some participants emphasized their belief in the 

importance of being in engaged in safety, yet did not check their medications while in 

hospital.  This was further revealed by the findings of the quantitative survey, with 20 of 

30 participants indicating they believed they had ‘a lot’ or ‘some’ knowledge and 

alertness to protect themselves from healthcare-related error, yet only 11 ‘always’ 

checked their medication.  This may be for a number of reasons.  It may be that patients 

respond favourably to the idea of being involved in safety because they believe it is the 

socially acceptable norm, but in actuality, meet with barriers that prevent their action.  

Additionally, it may be that patients think they know more than they do, or that they 

deem other ‘self-determined’ safety actions more important than those typically identified 

by healthcare providers.  These combined results revealed the importance of considering 

intention versus actual action, as well as the need for clarity in meanings and 

understandings, in both research and practice related to patient engagement in safety.   

The findings of the scoping review and the qualitative study had a distinguishing 

feature.  The literature about patient behaviours and patient safety typically involved 

strategies identified by researchers, with limited attention given to describing or 

examining activities done independently by patients.  What I learned from my qualitative 

study was that patients were engaged in activities they perceived as important to their 

safety.  It may be that researcher-driven strategies, such as encouraging patients to ask 

about provider handwashing, are not successful because they are not framed from a 
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patient perspective.  The variability in success with researcher-driven initiatives to 

engage patients in safety, combined with the insights provided by the participants from 

this qualitative study, lend argument for developing strategies in tandem with patients.   

Finally, I found the literature lacking in the totality of how patient engagement in 

patient safety is conceptualized.  In my scoping review, I did not find a conceptual model 

that was both succinct and comprehensive in capturing all the substantive elements 

necessary when considering patient safety attitudes and behaviours.  This topic has not 

only been examined from a provider frame of reference, but it has been piecemeal and 

disjointed.  The engagement frameworks that I used in guiding my study were helpful, 

but the elements that emerged from my qualitative study illuminated patient complexities 

with safety engagement, exposing the risk of oversimplifying this topic.  Through 

description and exploration, this qualitative study has provided detail and focus for future 

efforts in this area.                                                

 In the following Sections 8.1.2 to 8.1.13 inclusive, I address additional findings 

on specific issues that emerged from the scoping review and qualitative study.       

  8.1.2  Substantive interest in safety and patient engagement.  I found, both in 

the scoping review and the qualitative study, that there is considerable interest in the 

topic of patient engagement in patient safety.  The number of publications written in 

English in the peer-reviewed and grey literature suggests that many are investigating, 

writing and commenting on patient involvement in safety.  This is consistent nationally 

and internationally.  The results of this analysis are one indication, with 17 publications 

from 2004-2009, increasing to 76 from 2010-2015.  It could be as a result of both overall 

efforts in patient engagement in healthcare generally, as well as in harm prevention.  I 
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believe that campaigns promoting patient- and family-centred care have encouraged 

client involvement in all facets of healthcare.  Examples include the work of international 

organizations such as, the Institute for Patient- and Family-Centered Care, and the 

national organization, Patients Canada.  Those organizations that have patient safety as 

their mandate, have also expanded their focus to include patient involvement, such the 

World Health Organization’s Patients for Patient Safety, which also includes the national 

group, Patients for Patient Safety Canada.   

 In completing the scoping review, I found that, with growing interest, there is also 

a diversity in how patient safety engagement is being parsed, defined or promoted – not 

always leading to success.  As example, the plethora of provincial, national, and 

international patient safety advisories or tip sheets found in the scoping review is 

worrisome, as little evidence exists of the effectiveness of these directives, nor do they 

seem to consider patient preferences and capabilities, or been developed with patient and 

family input.  Additionally, it is not clear how or the frequency with which patients 

access them (e.g. hard copies or online) or how consistently practitioners provide them.  

One common focus for tip sheets, handwashing and specifically, encouraging patients to 

ask providers whether they have washed their hands prior to providing care, has been 

given extensive attention in both the published and unpublished literature.  Yet given the 

current knowledge of effectiveness and success rates, continued attempts to engage 

patients in this area are misdirected, or at the very least, a focus on patient-identified 

strategies may have more beneficial effects on the rates.  More favourably, there is a 

considerable amount of literature on patient safety engagement at the policy level.  This 

is often from advocacy groups who share and promote patient stories when healthcare 
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harm has occurred, and champion the need to have a patient perspective at forums with 

the policymakers to advance the broader patient safety agenda.                                                      

 While all of the participants were eager to talk to me about safety in healthcare, as 

each interview progressed and we discussed patient involvement in safety, it was clear 

that many had interest in this element as well.  Even when patients doubted they would 

have much to offer, it was often the opposite, with numerous examples and insights 

provided.  It may be that they were willing participants as a means to fill their time, but 

for many, the depth and clarity in discussing these issues demonstrated genuine interest. 

 Overall, the scoping review and qualitative study provided evidence of the interest 

in this topic.  The engagement of patients in policy discussions on safety (including at the 

organizational level) is critical and has gained momentum.  The gap, as I see it, is in the 

need to better understand how it should most effectively be operationalized at the clinical 

level – an approach that cannot be targeted on one clinical issue only, but rather a holistic 

strategy with patient preferences at the forefront.                                     

        8.1.3  Safety engagement is different from other forms of engagement.  As I 

progressed through this study, I described to family, friends, and colleagues my overall 

research purpose.  Many have expressed interest and encouragement, supporting my 

belief in examining all potential options in preventing healthcare harm.  However, one or 

two individuals have posed the question to me, “Do we not already have evidence of the 

benefit to healthcare when patients are engaged”?  On a related note, the national 

organization for accrediting Canadian healthcare organizations, Accreditation Canada’s 

ROP on client and family involvement in safety has been an impetus for conducting this 

study.  And so it came as a surprise to me in my review of the 2016 and 2017 ROP’s 
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(Accreditation Canada, 2015; 2016), that the required organizational practice had been 

‘removed’ in 2016.  In the 2016 ROP handbook (Accreditation Canada, 2015), under 

items that have been removed, the following is listed: “client and family role in safety 

(program-wide focus on client- and family-centred care)” (p. 76).  It would seem that the 

intention to engage patients in healthcare remains, but it is no longer delineated as a 

specific ROP related to safety.  As I have considered both of these, I remain convinced of 

the following.  First, harm prevention, though linked to health care and management, is 

uniquely perceived by the individual.  Longtin and colleagues (2010) distinguish patient 

participation to improve patient safety as different from patient participation in chronic 

disease management or decision-making.  Patient involvement in safety is uniquely 

different from other aspects of health and illness, whether it is engagement at the bedside, 

organizational or policy level.  Second, to remove an ROP without an evidence-based 

reason is puzzling.  And third, Carman and colleagues (2013) caution against equating 

the terms “patient engagement” with “patient- and family centered care” – the first active 

partnership and the latter, a broader term of a vision for care that respects patient 

preferences in decision-making.  To dilute the intention of the ROP from one that 

identified the requirement specifically as the ‘client’s role’, to a general conceptualization 

of ‘patient- and family-centred care’ does a disservice to patients/families and providers 

alike.  This will dilute the safety focus, and patient engagement in harm prevention, 

which is uniquely different from their engagement in health and illness components.  

International organizations, such as the World Health Organization’s Patients for Patient 

Safety program, and national organizations, including the Canadian Patient Safety 

Institute’s Patients for Patient Safety Canada, continue to champion the role of patients in 
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healthcare safety and offer pragmatic ways for patients to be engaged at the direct care 

level and beyond – we must not minimize their political stance.  As such, while 

Accreditation Canada’s ROP on client engagement in safety provided, in part, a platform 

and inspiration for this research, its change to that ROP does not diminish the importance 

of considering how to partner with patients in harm prevention at the bedside, which has 

been substantiated by the results of this study.                                                                                   

 8.1.4  The kaleidoscope as a metaphor for explaining patient safety 

engagement.  I came to understand the intricacies of patient engagement in patient safety 

by the experiences shared with me.  I learned that it was not a straightforward, black and 

white issue, and that we cannot simply say patients should or should not be engaged as 

partners in their safety – as unsatisfying as it might seem, the answer is really, it depends.  

I have used the analogy of a kaleidoscope as a way to understand something that is 

complex.  It is not meant to be tested or interpreted as a theory.  I see the five facets in 

patient engagement in patient safety (i.e. personal capacity, experiential knowledge, 

personal character, relationships, and meaning of safety) that emerged from my 

qualitative study, as the pieces of coloured glass of the kaleidoscope.  A particular facet 

(or facets) will loom larger and their influence be more significant for one patient than for 

another, creating a unique ‘image’ for each.  However, unlike others (e.g. Carman et al., 

2013), I do not see engagement as being on a continuum, but rather as much more 

dynamic than linear.  Some patients reported not being able to do much during their time 

in Emergency yet still acknowledged involvement to limited degrees, and were clearly 

more actively aware of things and engaged as their health improved.  However, 

progression to wellness in health did not necessarily mean that they became progressively 
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engaged or that they would never revert to a more passive role.  A number of elements 

could influence what engagement looked like for a patient at any given time.  The five 

facets [including the sub-components of: 1) physical & emotional health, comprehension, 

and awareness; 2) temperament, worldviews, what I do for me, and choices and 

judgements; 3) emotional effect, seeing patterns, realizing reality of error, and influence 

on action; 4) family and friends, professional providers; and other patients; 5) values and 

priorities related to the meaning of safety] shift, change and are different for every 

patient.  The five facets, like the image created by the kaleidoscope, are individual.  It is 

with that in mind, that I believe we must approach the dialogue about and assessment of 

patient engagement in safety, and – given its potentially dynamic nature – with a 

regularity similar to taking a vital sign.                   

 Although I considered the analogy of a kaleidoscope as I was analyzing the 

findings from my qualitative study, I believe the findings of the scoping review support 

the concept that there are many issues to consider when one examines patient 

engagement in patient safety.  Additionally, these issues can change and evolve over 

time, and are unique to each patient.  The review by Davis and colleagues (2007) about 

factors affecting participation in patient engagement in safety, illustrated similar concepts 

to my study, including patient-related characteristics, illness-related, healthcare 

professional-characteristics, healthcare-related characteristics and task–related 

characteristics.  However, it does not address issues such as patient’s temperament, the 

choices and decisions they are making about their circumstance or specific situations, or 

safety behaviours that patients engage in on their own.  As well, previous experience with 

a safety incident did not consistently mean patients were engaged.  The study is reflective 
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of the work of others who found inconsistency in demographic characteristics (e.g. 

Doherty & Stavropoulou, 2012; Bergal et al., 2010), and unlike those who suggest 

predictable influences (Davis et al., 2008).  I heard a range of experiences, general 

beliefs, and opinions about engagement in specific safety-related behaviours, from the 

youngest participant indicating he would not question providers about handwashing, to 

the oldest participant responding without hesitation that she would be involved.  It was 

also confounded by individuals who did not see patients had a role in harm prevention, 

yet reported checking their medications before taking them.  Some of the participants 

adamantly believed in patient participation in safety, yet declared they did not check in-

hospital medications, trusting the process of administration.  Some believed there was no 

need for engagement, while others believed that, as the patient, they were their ‘best 

protector’.  As such, the analogy of the kaleidoscope helps us to think about patient 

engagement in patient safety as idiosyncratic, dynamic, and multi-faceted.  This way of 

thinking will better serve us in both future research and practice.                                                   

  8.1.5  Patients are engaged.  In talking with participants, it was revealed to me 

that every individual described a safety-related activity, whether they realized it as such 

or not.  This is supported by Martin et al. (2013), who found that participants did not 

always identify certain actions as being related to safety.  Similarly, Pinto and colleagues 

(2013) reported that patients indicated they would have taken action if something was 

wrong even without the study intervention.  Bishop (2012) described patients taking 

notes or having an advocate present as a safeguard.  Other investigators have also 

identified that patients and family members (i.e. parents of patients) act in ways to 

safeguard themselves or another (McVeety et al. 2014; Clarke & Fletcher, 2004).  In my 
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study, patients consistently described bringing a list of their medications to the hospital 

(advised on patient safety advisories or tip sheets), though some believed it was a helpful 

gesture and that it would ease the workload of providers as opposed to a safeguarding 

measure.  I heard examples such as the one from a participant who told me he dared not 

walk on the floor without slippers having determined it was unsafe, or from others who, 

without reservation, asked about unfamiliar quantities or colour of medications.  One 

participant asked a provider why they had two ID bands on; another positioned her 

walker next to her bed as a safeguard to ensure she did not walk without it; and another 

who had suffered a fracture, consistently requested the bedrails be raised, feeling safer 

that way.  Some participants were aware and conscientious in following provider 

instruction and made every effort to learn the new information (also seen in the study by 

Rathert et al., 2011b), while others had strategies they used to help in swallowing pills to 

prevent choking, or were mindful of trip hazards.  As well, patients appear to make 

judgements on what is ‘appropriate’ or not for them to engage in.  As example, asking 

about medications versus asking about provider handwashing was perceived by some as 

being ‘for me’ versus ‘about them’ – with the former being more acceptable.  Finally, 

twenty of the thirty participants I spoke with reported that they could rely ‘a lot’ or 

‘some’ on their knowledge and attentiveness to prevent error from occurring.  While it 

could be questioned as to whether they would act on their knowledge, they exhibited a 

confidence that they had the skill set to be engaged.    

 In my qualitative study, I heard stories of family members watching over, 

supporting, assisting and advocating for the participants.  Participants based decisions on 

advice from family members, and relied on them to bring medications or to help decipher 
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healthcare information.  For many it seemed a purposeful strategy, based on the 

recognition that there was the potential for either the patient or the provider to 

inadvertently make a mistake (whether through omission or misinterpretation).  In this 

way, the family member could act as a second safety check.  The results of the scoping 

review also supported this finding, such as the study by Rainey et al. (2013) of seven 

family members (and 13 patients) and their vigilance.  Additionally, parents with a sick 

child described actions they take to safeguard the child, including advocating and 

constant surveillance (Clarke & Fletcher, 2004).  Collectively, this evidence suggests that 

patients, as well as family members, are engaged in safety in their own ways.   

 Overall, while there is indication that patients and family members are engaged in 

safety to some degree, there are limitations to what we currently know.  First, there 

remains limited literature on patient attitudes generally about safety engagement at the 

bedside, with more focus on opinion papers rather than studies with strong research 

designs.  Further, attitudes about involvement have focused on a particular clinical issue 

and are derived from that, without taking a holistic approach.  Additionally, there is little 

evidence within the critical paradigm.  Ocloo (2010) completed a PAR study, but this was 

the one study I found in my scoping review.  Involving patients in research, and 

specifically in patient-identified engagement safety strategies is needed.  I do not believe 

we have purposely designed assessment strategies to identify patient-identified tactics or 

how they can be enhanced and encouraged, as feasible and appropriate.  I believe 

improved information and communication about safety processes, and the rationale as to 

why certain actions are needed, as opposed to simply telling patients to do something, 

might engage them in a different, more effective way.  In sum, and most importantly, 
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discerning patient preferences as to how they see their engagement must be the goal of 

future work.    

 8.1.6  Safety and safe care still seen as provider responsibility.  In the results 

of the scoping review and the qualitative study, while there is the belief and attitude of 

many patients and family members that patients should and want to participate in 

partnering to ensure safe care, safety is principally seen as the responsibility of providers.  

Martin and colleagues (2013) reported that, of the 25 patients they interviewed, safety 

was regarded as the purview of the provider, while the participants in Walters’ (2013) 

study, said that it [safety] should not be a patient’s obligation.  The participants in this 

study told me that, while it was important to help contribute to one’s safety, there were 

limits as to what that involved, and engagement could only occur up to a point.  They 

identified limitations to having an equal partnership, including knowledge, degree of 

physical and emotional wellness (as others have reported: Martin et al., 2013; Walters, 

2013), or a fundamental belief that it simply is the professional’s obligation.  One can 

also make a general inference that there are safety elements that patients see as the sole 

responsibility of the healthcare professional by considering results from investigators 

who have examined specific clinical issues, such as patients’ [negative] attitude toward 

asking providers about handwashing (e.g. Pittet et al., 2011).  Further, when asked to 

define ‘safety’ and ‘safe care’, participants in my study described it as the professional 

doing or taking care of something, with few reflecting that it was everyone’s 

responsibility.  If patient engagement in safety is to be standardized, engagement 

limitations will need to be addressed (as possible), and a shift in thinking about the 

patient role will be required of some patients.                        
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      8.1.7  Flawed thinking of safety once, safety always.  As participants revealed 

their experiences and perspectives with me, I heard something that I had not read.  

Several individuals described how, once they had determined or judged that certain 

activities were occurring, they did not feel the need to continue watching, assured that 

having seen acceptable practices once, quality or safety practices would be maintained.  It 

did not seem to be associated with a particular activity, as participants described this in 

relation to medication administration, provider handwashing, and management of 

surgical procedures.  In each of the examples, a pattern seemed to unfold wherein, if 

participants saw one or two instances of quality care, they seemed to ‘let their guard 

down’ and refrained from being as vigilant, both related to the care issue they witnessed 

and generally.  Participants reported checking medications the first few times they 

received them and then, as they judged that the nurses had come to know them and they 

gained confidence in the process, they were less vigilant in monitoring.  If a participant 

saw caregivers wash their hands at the beginning of their admission and with frequency, 

they believed it would always occur.  One participant and his wife described the 

efficiency and thoroughness of his surgical experience, and having assessed practices, 

seemed to relinquish the need for constant surveillance, something they had done in 

another setting.  While I would not suggest ill or recovering patients should have to be 

continuously vigilant, I believe this finding is an important one.  Participants did not 

seem to appreciate that it only takes one mishap for something to be forgotten or 

misplaced and an error to occur.  Their trust and faith that having witnessed excellent 

care means that it will occur all of the time is, unfortunately, misguided.                                   
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  8.1.8  ‘Reading’ providers.  I had not anticipated the extent to which participants 

gauged their responses and actions by how they assessed providers.  Participants spoke to 

me about whether they might question a provider if they had not seen them wash their 

hands.  While for some the suggestion of provider encouragement to do so made no 

difference and they would still refrain from doing it, others indicated they would ask if it 

had been requested.  Other researchers have also found this about provider handwashing 

(Davis et al., 2015).  One participant said she was not influenced by healthcare providers’ 

perceptions of involvement – she thought patients should always be respected if they 

wanted to be involved or not.                  

 There were deliberate efforts made by some patients to ensure providers were 

happy. They tried in their own ways to ease the burden and stress of providers – actions 

and behaviours they openly acknowledged.  In the findings from the scoping review, 

Martin et al. (2013) wrote about concerns patients have related to any potential negative 

impact on the clinician relationship, and Doherty and Stavropoulou (2012) discussed 

perception of staff work pressure as a barrier to engagement.  I suggest that this was the 

patient’s contribution to supporting a positive, safe environment.                                    

  8.1.9  Comfortable with one’s knowledge.  An unusual finding of my qualitative 

study was that, despite individuals believing patients need to be engaged in safety, most 

expressed comfort with their current knowledge and understanding of safety.  Further, 

although some admitted they probably did not know enough, they were satisfied with 

what that they knew.  It may be that participants had difficulty articulating what 

information they needed, similar to participants in the study by Martin et al. (2013).  It 

may also reflect that patients know their boundaries, determining that there is a limit to 
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what they can or want to learn and be involved in.  It stressed to me the importance of 

asking these questions, and where necessary providing examples, so that individuals can 

make informed choices.        

 8.1.10  Vivid, lasting memories of error.  I asked participants about any 

experiences they had with mistakes or errors in the care they received.  There were some 

who declared they had, yet were hesitant to speak of it and needed time to reveal their 

experiences.  For some, the experiences had occurred in the distant past, and yet 

recollections were immediate and seemingly clear in detail.  I found this was not affected 

by the perceived severity of the mistake.  In one instance, the incident was described as a 

long, long time ago but the error was trivialized.  In other instances it remained difficult 

for some patients to speak about it, even many years after the event.  In such examples, 

their approach seemed to be that one should be mindful and understand what had 

happened, but to quietly accept the error.  Others have described the poignancy of such 

cases (Burns, 2008) and long-lasting effect of adverse events (McVeety et al., 2014), 

however I question whether we know the extent of the implications of this on patients 

and their family members.  Notably, one participant’s wife was adamant that, if she ever 

needed it, she was not willing to have a certain treatment at a particular hospital [where 

her husband experienced an error with it], resolving to go elsewhere.  The experience had 

affected her and her choices, and how she supported her husband.  Additionally, the way 

some patients tried to minimize their experiences is interesting.  They had not forgotten 

these events, yet tried to make light of them.  Interaction with the healthcare system 

cannot be avoided, so it may be that patients cope by making choices where they can; 

burying the discomfort of remembering; or minimizing and reframing events so that they 
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do not become paralyzing to the individual in their future interactions with healthcare 

providers.          

  8.1.11  Basic care needs – The patient’s priority.  I found patients described 

instances of falling when attempting to go to the washroom at the study site and other 

places, sometimes as a result of not receiving timely assistance.  There were examples by 

others who had not experienced injury, but recounted nonetheless how frustrating and 

upsetting it was when assistance with basic needs was not consistently provided.  It made 

me reflect on how patients see safe care as providers being there when you need them, 

yet sometimes the seemingly most essential and basic of care needs is not made priority.  

Increased efforts or strategies to ensure such needs are met may help prevent harm to 

patients and provide greater comfort.                

 8.1.12  Asking about handwashing as retaliation.  I had not read about nor 

found reference in my scoping review to patients asking providers about handwashing as 

retaliation against staff.  I heard this described, however, by a few individuals in my 

qualitative study.  One individual, when at another site and feeling disenfranchised by the 

staff, used the opportunity to ask a provider about her handwashing, believing more than 

anything, it would embarrass the individual.  Another participant suggested to me that 

they potentially might ask a provider about handwashing if the provider had provoked or 

angered them in some way.  I was surprised and bothered by these comments, feeling 

sorry for the participant who felt staff had not cared for him properly, as well as troubled 

by the perception that asking providers about handwashing is punitive.  It further 

validated for me that efforts to involve patients in this regard, while effective in some 
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studies, may not be practical or sustainable in the reality of everyday clinical practice, 

especially if the perception of it is seen as reprimanding or derogatory to staff.                   

  8.1.13  Roommates.  I unexpectedly found that one’s roommate(s) had more of 

an effect on individuals than I could have imagined.  Most memorable, unbeknownst to 

me initially, was having the interview stopped by a participant so that he might listen to 

what the nurse was telling his roommate.  Apart from the obvious and important issues of 

privacy and confidentiality, I learned that for this participant it was his way of trying to 

cope and understand a situation [and a person’s behaviour] of which he had no control 

but was a part of by proximity.  From a safety perspective, individuals spoke of times 

they acted in support of or were the beneficiary of their roommates’ advocacy and actions 

(e.g. one roommate called for help when a participant had fallen and hit his head).  

Roommates also caused stress on individuals, and they acted in ways that participants did 

not always find helpful or perceived as potentially indirectly damaging to their 

relationship with providers.  At a minimum, it may be that closer examination of efforts 

to protect privacy and confidentiality is warranted.                              

8.2  Study Strengths and Limitations 

 I believe this multi-phase study has several strengths.  First, I believe it is the first 

Canadian study occurring in a community hospital that was designed using an 

Interpretative approach to explore patient and family member perspectives and 

behaviours about their active participation in healthcare harm prevention.  This not only 

provides Canadian data, but addresses a gap in the literature related to this topic.  I also 

believe the quality of the study was strengthened by the fact that I conducted, transcribed 

and analyzed the data, allowing for complete immersion in the participants’ accounts at 
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every phase.  As well, I believe that there was value in recruiting patients from different 

units at the hospital, giving diverse perspectives and experiences.  Additionally, there was 

benefit in asking individuals not only what they thought or believed about participation in 

patient safety, but also if they would and had taken safety actions.      

 I would also offer that the study as a whole was further strengthened by the depth 

and breadth of the scoping review, allowing for cross-reference with findings from the 

qualitative study.  It provided perspective provincially, nationally and internationally 

about initiatives and efforts that are underway to engage patients in different elements of 

safety, and illuminated the gaps that remain.              

 I acknowledge, however, that the study has limitations.  When designing my 

study, the methodology for conducting a scoping review had not progressed to the degree 

it is today.  Approaches are now more rigorous, including the Joanna Briggs Institute’s 

(JBI) methodology, which has been presented at conferences but not yet published.  To 

ensure comprehensiveness using a recognized approach, the scoping review will be 

performed according to the JBI methodology once the software is available, and this will 

be planned as part of the next steps prior to knowledge dissemination. 

  One could challenge that the group of study participants was not diverse, limited 

by the catchment area that is served by the hospital.  The participants of this study were 

from an Ontario community hospital, and based on my observational assessment, were 

not representative of all races, ethnicities and cultures.  The findings must be weighed 

with this limitation in mind, recognizing that these elements may alter opinions and 

beliefs about engagement.  It is offered, however, that the 5-Facet Framework, and 

specifically Personal Character and Meaning of Safety themes, are aligned with these 
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elements and are facilitative in considering and addressing where there may be 

differences and distinctions in this regard.      

  Finally, this was the first qualitative study I have designed and conducted.  When 

I started I was not an expert interviewer and in hindsight, I can think of instances that 

were perhaps missed opportunities with participants to explore concepts to a greater 

degree, or questions that I would now re-word or re-construct.  Additionally, while 

interviewing in the hospital setting was the right decision and afforded a realistic 

perspective, it was not without its challenges, such as interruptions.  These interruptions 

may in some way have negatively influenced my conversations with participants, such as 

interfering with their line of thought or diverting their attention elsewhere.               

8.3  Lessons Learned 

 I have learned a considerable amount during this study.  In regard to the scoping 

review, I have greater appreciation for the complexity and extent of work involved in this 

type of investigation, and the need to continually focus on the research question to avoid 

from getting sidetracked.  In regard to the qualitative study and specifically interviewing, 

I have learned such things as the importance of asking one question at a time and not 

including multiple ideas in one sentence.  I am more acutely aware of language, and how 

one should not assume there is a shared meaning for important concepts, but rather 

ensure that there is clarity.  In operationalizing this phase of the study, I did not have 

success in recruiting large numbers from the clinic setting, as patients were either 

unavailable prior to their appointment or wanted to leave once was it completed.  I would 

revisit this strategy if I needed to recruit from that type of setting in the future.  The 

greatest lesson I learned and experienced was the willingness of participants to share their 
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narratives and the value of their insights and opinions – nuances and intricacies that are 

not possible to capture in survey methodology.          

8.4  Nursing Practice and Education Implications 

 This study has important implications for nursing practice and education.  First, 

the participants’ accounts made clear to me that much of how they see patient safety is 

connected to basic care (e.g. receiving timely assistance to go to the washroom by 

preventing a fall of someone who unsuccessfully tries to walk independently).  The 

fundamentals of basic care must not be minimized or devalued.      

  As nurses, we also must be ever mindful of the vulnerability patients feel.  

Further, we must remain alert to the burden patients may feel in appeasing providers.  By 

emphasizing or contributing to this, we perpetuate an unhealthy power imbalance.        

 A key message for nursing practice and education must be the need to assess and 

determine patient preferences.  This revealed itself in relation to patient safety, and 

specifically patient engagement in patient safety.  I would offer that patient safety 

engagement strategies would be greatly improved if practitioners and researchers more 

effectively elicited tactics the patient believes are important or are already engaged in.  

By building on these strategies, both patients and providers will be better served.          

 I believe it is also important to acknowledge the complexity and time-consuming 

nature of conducting qualitative research, yet its great reward of rich, fulsome data.  I 

have come to appreciate the skill required to successfully conduct a qualitative study, and 

while my learning and comfort level continues to grow and evolve, I feel strongly that, 

given the nature of questions we ask in the discipline of Nursing, a qualitative approach is 

often essential.  To say one is a quantitative or qualitative researcher is, I believe, 
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misleading, as the approach should be driven by one’s research question.  Qualitative 

research is not easy, but a vital way to bring greater depth and insight into the human 

experience.                   

8.5  Next Steps 

 My next steps will include the following.  First, a scoping review about patients’ 

and family members’ attitudes and behaviours in ensuring their safe care will be 

registered with the Joanna Briggs Institute in September 2016 when the new software 

becomes available.  Publication of those results will then follow.  Second, the qualitative 

findings will be published in one or two manuscripts, and a policy paper will be 

developed to guide healthcare providers in their responsibilities for ensuring quality and 

safeguarding patients.  Third, using the study results, I will develop a clinical tool for 

determining patient preference for involvement in safety.  This tool will then be tested, 

will a goal of future implementation in practice. 
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Chapter 9:  Conclusions 

I was inspired to begin this study having been a patient and realizing my hesitancy 

in asking specifically about handwashing, despite being a healthcare provider and 

knowing that patients were encouraged to do so.  I was mindful of watching, but did not 

see the providers wash before they came to care for me, and in the presence of a 

physician and several residents, I suddenly felt intimidated and its importance 

diminished.  I’m sure they must have, I thought, and would it really affect me if they had 

not?  With survey data from Canadian hospitals indicating an increase in healthcare 

acquired infections (Taylor et al., 2016), I should have safeguarded my own health more 

effectively.  I believed in the importance of safety, and yet I had not acted accordingly.     

The overall purpose of this multi-study was to advance our knowledge about 

patient and family involvement in promoting healthcare safety.  The purpose of the first 

phase of this study was completion of a scoping review of published and unpublished 

literature examining patients’ and families’ attitudes about the patient/family role in 

healthcare safety, as well as their reported behaviours in support of their safe care.  The 

purpose of the second phase of the study was to gain insight into the perspectives of 

patients about their knowledge, comfort level and behaviours in promoting their safety 

while receiving healthcare in a Canadian hospital.   

The scoping review included 107 publications, and among the findings included 

patients’ belief in having a role in safer care (though not for everyone), and degrees of 

variability in taking action.  The review also provided perspective of the evolving interest 

in this topic, particularly when one considers the extent of patient safety advisories 

nationally and internationally.  The qualitative study included 30 patients and 4 family 
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members, and provided validation of some themes found in the scoping review.  Every 

patient engaged in safety-related behaviours, whether they realized it or not.  Unique 

findings included asking providers about handwashing as retaliation.  Their narratives are 

the basis of the 5-facet framework – a conceptual template which will enable the 

development of a pragmatic, clinical tool to facilitate patient-preferred safety 

engagement.                          

In conclusion, I believe the following.  Error continues to be a significant problem 

in healthcare, and patients recognize that and are worried.  It is critical that we explore 

every possible opportunity and option to strengthen the system and prevent harm.  No 

matter how foreign the idea and challenging it may be to our thinking and our paradigm 

as providers, it is our moral and professional responsibility to explore all options – it 

simply is the right thing to do.  This includes keeping patients at the centre when 

considering safe care, and as Hovey and colleagues (2010) stated, “If the focus on patient 

safety doesn’t begin with, and include the patient a valuable piece of the health care 

process is lost” (p. 2).  We must continue to encourage, as the World Health Organization 

does, that patients and family members be engaged in safe care.  The qualifier is that, as 

Entwistle (2007) wrote, we must not confuse relying on and involving patients.  Patient 

engagement in safe care does not mean the patient has all responsibility for safety.  That 

would not be logical, reasonable or more importantly, ethical.  However, we must 

appreciate that some patients are engaged, and that they recognize limitations.  In the 

words of two participants from this study, you’re your best protector…up to a point.  The 

complexity lies in recognizing and understanding what is right for each individual.  Like 

the nuanced, dynamic intricacies of the kaleidoscope, there are multi-faceted reasons, 
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beliefs, and circumstances why patients want and engage in safety.  The future work for 

researchers, policy-makers, providers, patients and patient advocates, while armed with 

the 5-facet framework of patient engagement in safety, must be to focus on assessing 

what is right for each patient – some will want a more passive role, some will want active 

involvement.  The key is talking with patients about safety throughout the different stages 

of their care experiences, about what they see and do to promote their own safety, and to 

build on those strategies.                    

          

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



IF PEOPLE WERE KALEIDOSCOPES 

268 
 

References     

Accreditation Canada.  (2010).  2010 Report on Required Organizational Practices:  

Results from Canadian Health Organizations. Ottawa, ON: Author.  

http://www.accreditation.ca/uploadedFiles/News_and_Publications/Publications/

Report_on_ROPs/2010-Report-on-ROPs.pdf 

Accreditation Canada.  (2011).  Required Organizational Practices.  Ottawa, ON: 

Author.  

Accreditation Canada. (2012a).  Required Organizational Practices 2012.  Ottawa, ON: 

Author. 

Accreditation Canada.  (2012b). Patient Safety Strategy.  Phase 3: Achieving Safe Care 

(2012-2014).  Ottawa, ON: Author.  

http://www.accreditation.ca/uploadedFiles/Patient_Safety_Strategy_%20phase_3

_en.pdf 

Accreditation Canada. (2015).  Required Organizational Practices – Handbook 2016.  

Ottawa, ON: Author. 

Accreditation Canada. (2016).  Required Organizational Practices – Handbook 2017.  

Ottawa, ON: Author. 

Adams, R.E., & Boscarino, J.A.  (2004).  A community survey of medical errors in New 

York.  International Journal for Quality in Health Care, 16(5), 353-362.   

Agoritsas, T., Bovier, P., & Perneger, T.V.  (2005).  Patient reports of undesirable events 

during hospitalization.  Journal of General Internal Medicine, 20, 922-928.  

 

http://www.accreditation.ca/uploadedFiles/News_and_Publications/Publications/Report_on_ROPs/2010-Report-on-ROPs.pdf
http://www.accreditation.ca/uploadedFiles/News_and_Publications/Publications/Report_on_ROPs/2010-Report-on-ROPs.pdf
http://www.accreditation.ca/uploadedFiles/Patient_Safety_Strategy_%20phase_3_en.pdf
http://www.accreditation.ca/uploadedFiles/Patient_Safety_Strategy_%20phase_3_en.pdf


IF PEOPLE WERE KALEIDOSCOPES 

269 
 

AHC Media.  (2003).  Making patients part of the safety effort:  Tip sheet helps reduce 

medical errors.  Patient Education Management, 10(8), 85-87.    

http://www.ahcmedia.com/articles/24157-making-patients-part-of-the-safety-

effort-tip-sheet-helps-reduce-medical-errors 

Ajzen, I., & Fishbein, M.  (1980).  Understanding attitudes and predicting social 

behavior.  Englewood Cliffs, NJ:  Prentice-Hall.   

Arksey, H., & O’Malley, L.  (2005).  Scoping studies: Towards a methodological 

framework.  International Journal of Social Research Methodology, 8(1), 19-32.   

Baker, G.R., & Norton, P.  (2001).  Making patients safer! Reducing error in Canadian 

healthcare.  Healthcare Papers, 2, 10-31.   

Baker, G.R., Norton, P.G., Flintoft, V., Blais, R., Brown, A., Cox, J.,…Tamblyn, R.  

(2004).  The Canadian Adverse Events Study:  The incidence of adverse events 

among hospital patients in Canada.  Canadian Medical Association Journal, 

170(11), 1678-1686. 

Bartlova, S., Tothova, V., Brabcova, I., Prokesova, R., & Kimmer, D.  (2014).  The 

hospitalized patient as a partner in the survey on safe care in the Czech Republic.  

Neuroendocrinology Letters, 35(Supplement 1), 5-10.      

Becker, C.A.  (2014).  Patient perceptions of bedside shift report:  A qualitative case 

study.  Phoenix, AZ: University of Phoenix.    

Bergal, L.M., Schwarzkopf, R., Walsh, M., & Tejwani, N.C.  (2010).  Patient 

participation in surgical site marking:  Can this be an additional tool to help avoid 

wrong-site surgery?  Journal of Patient Safety, 6(4), 221-225. 

http://www.ahcmedia.com/articles/24157-making-patients-part-of-the-safety-effort-tip-sheet-helps-reduce-medical-errors
http://www.ahcmedia.com/articles/24157-making-patients-part-of-the-safety-effort-tip-sheet-helps-reduce-medical-errors


IF PEOPLE WERE KALEIDOSCOPES 

270 
 

Berger, Z., Flickinger, T.E., Pfoh, E., Martinez, K.A., & Dy, S.M.  (2014).  Promoting 

engagement by patients and families to reduce adverse events in acute care 

settings:  A systematic review.  BMJ Quality and Safety, 23, 548-555.    

Bernstein, M., Potvin, D., & Martin, D.K.  (2004).  A qualitative study of attitudes 

toward error in patients facing brain tumour surgery.  The Canadian Journal of 

Neurological Sciences, 31, 208-212.    

Birks, Y., Hall, J., McCaughan, D., Peat, M., & Watt, I.  (2011).  Promoting patient 

involvement in safety initiatives.  Nursing Management, 18(1), 16-20.       

Bishop, A.C.  (2012).  Perceptions of Patient Safety:  What influences patient and 

provider involvement?  (Doctoral Dissertation).  Halifax, NS:  Dalhousie 

University.  

Blendon, R.J., Desroches, C.M., Brodie, M., Benson, J.M., Rosen, A.B., Schneider, E., 

...Steffenson, A.E.  (2002).  Views of practicing physicians and the public on 

medical errors.  New England Journal of Medicine, 347(24), 1933-1940.  

Boyd, M., & Holroyd, B.  (2011).  Patient involvement in preoperative marking.  British 

Journal of Hospital Medicine, 72(9), 535.  

Britnell, M.  (2015).  Patients as Partners.  Renewable energy.  In M. Britnell, In Search 

of the Perfect Health System (pp. 186-193).  London, ENG: Palgrave.      

Buetow, S., Henshaw, J., Bryant, L., & O’Sullivan, D.  (2010).  Medication timing errors 

for Parkinson’s disease:  Perspectives held by caregivers and people with 

Parkinson’s in New Zealand.  Parkinson’s Disease, 2010, 1-6.  

Burns, K.K.  (2008).  Canadian patient safety champions:  Collaborating on improving 

patient safety.  Healthcare Quarterly, 11(Special Issue), 95-100.      



IF PEOPLE WERE KALEIDOSCOPES 

271 
 

Burroughs, T.E., Waterman, A.D., Gallagher, T.H., Waterman, B., Adams, D., Jeffe, 

D.B., …Fraser, V.J.  (2005).  Patient concerns about medical errors in emergency 

departments.  Academic Emergency Medicine, 12(1), 57-64.   

Burroughs, T.E., Waterman, A.D., Gallagher, T.H., Waterman, B., Jeffe, D.B., Dunagan, 

W.C., …Fraser, V.J.  (2007).  Patients’ concerns about medical errors during 

hospitalization.  Joint Commission Journal on Quality and Patient Safety, 33(1), 

5-14.  

Busby, S.R., Kennedy, B., Davis, S.C., Thompson, H.A., & Jones, J.W.  (2015).  

Assessing patient awareness of proper hand hygiene.  Nursing2015, May, 27-30.  

Butenko, S., Lockwood, C., & McArthur, A.  (2015).  The patient/consumer experience 

of partnering with health care professionals with hand hygiene compliance:  A 

systematic review protocol.  JBI Database of Systematic Reviews & 

Implementation Reports, 13(4), 127-140.   

Canadian Institute for Health Information (CIHI).  (2004).  Health Care in Canada.  

Ottawa, ON:  CIHI.   http://secure.cihi.ca/cihiweb/products/hcic2004_e.pdf 

Canadian Institute for Health Information (CIHI). (2009). Quality, safety and outcomes: 

A decade of development (p. 81-96).  In Health Care in Canada 2009: A Decade 

in Review.  Ottawa, Ontario: CIHI.  

http://www.cihi.ca/cihiweb/dispPage.jsp?cw_page=PG_2470_E&cw_topic=2470

&cw_rel=AR_43_E#full 

Canadian Nurses Association.  (2004).  Nurses and patient safety: A discussion paper.  

Ottawa, ON: Author.  

http://secure.cihi.ca/cihiweb/products/hcic2004_e.pdf
http://www.cihi.ca/cihiweb/dispPage.jsp?cw_page=PG_2470_E&cw_topic=2470&cw_rel=AR_43_E#full
http://www.cihi.ca/cihiweb/dispPage.jsp?cw_page=PG_2470_E&cw_topic=2470&cw_rel=AR_43_E#full


IF PEOPLE WERE KALEIDOSCOPES 

272 
 

Canadian Nurses Association.  (2009). Position Statement:  Patient Safety. Ottawa, ON: 

Author.   

Canadian Patient Safety Institute.  (2010). Tips for Patients and Families.  Edmonton, 

AB: Author.  

http://www.patientsafetyinstitute.ca/English/news/cpsw/Documents/2010/Tips%2

0for%20Patients%20and%20Families.pdf 

Carman, K.L., Dardess, P., Maurer, M., Sofaer, S., Adams, K., Bechtel, C., & Sweeney, 

J. (2013).  Patient and family engagement: A framework for understanding the 

elements and developing interventions and policies.  Health Affairs, 32(2), 223-

231.  

Carman, K.L., Dardess, P., Maurer, M.E., Workman, T., Ganachari, D., & Pathak-Sen, E. 

(2014).  A Roadmap for Patient and Family Engagement in Healthcare Practice 

and Research. (Prepared by the American Institutes for Research under a grant 

from the Gordon and Betty Moore Foundation).  Palo Alto, CA:  Gordon and 

Betty Moore Foundation.  www.patientfamilyengagement.org. 

Ciofi degli Atti, M.L., Tozzi, A.E., Ciliento, G., Pomponi, M., Rinaldi, S., & Raponi, M.  

(2011).  Healthcare workers’ and parents’ perceptions of measures for improving 

adherence to hand-hygiene.  BMC Public Health, 11(466), 1-8. 

Clark, P.R.  (2010).  An emergency department patient’s perception of safety.  San 

Antonio, TX:  The University of Texas Health Science Center at San Antonio. 

Clarke, J.N., & Fletcher, P.  (2004).  Parents as advocates: Stories of surplus suffering 

when a child is diagnosed and treated for cancer.  Social Work in Health Care, 

39(1-2), 107-127.    

http://www.patientsafetyinstitute.ca/English/news/cpsw/Documents/2010/Tips%20for%20Patients%20and%20Families.pdf
http://www.patientsafetyinstitute.ca/English/news/cpsw/Documents/2010/Tips%20for%20Patients%20and%20Families.pdf


IF PEOPLE WERE KALEIDOSCOPES 

273 
 

Consumers Advancing Patient Safety.  (2011). Consumers advancing patient safety.   

Chicago, IL: Author. 

http://www.patientsafety.org/page/About/index.v3page;jsessionid=49ca7wbsfda2

9 

Coulter, A.  (2011).  Ensuring safer care.  In A. Coulter, Engaging Patients in Healthcare 

(pp.108-125).  Berkshire, ENG:  Open University Presss, McGraw-Hill.    

Coulter, A.  (2006).  Patient safety:  What role can patients play?  Health Expectations, 9, 

205-206. 

Coulter, A., & Ellins, J.  (2007).  Effectiveness of strategies for informing, educating, and 

involving patients.  British Medical Journal, 335, 24-27. 

CTV News.  (June 6, 2016).  Hospital infection and medical errors worry Canadians, 

polls finds.  http://www.ctvnews.ca/health/hospital-infection-and-medical-errors-

worry-canadians-poll-finds-1.2933065 

Cumbler, E., Wald, H., & Kutner, J.  (2010).  Lack of patient knowledge regarding 

hospital medications.  Journal of Hospital Medicine, 5(2), 83-86.      

Davies, J.M., Hebert, P., & Hoffman, C. (2003).  The Canadian patient safety dictionary.  

Edmonton, Alberta: Canadian Patient Safety Institute; Ottawa, Ontario:  Royal 

College of Physicians and Surgeons of Canada. 

http://rcpsc.medical.org/publications/PatientSafetyDictionary_e.pdf 

Davis, R.  (2010).  An investigation of hospital patients’ willingness and ability to 

participate in safety-related aspects of their healthcare management.  London, 

ENG:  Imperial College London.  

http://www.patientsafety.org/page/About/index.v3page;jsessionid=49ca7wbsfda29
http://www.patientsafety.org/page/About/index.v3page;jsessionid=49ca7wbsfda29
http://www.ctvnews.ca/health/hospital-infection-and-medical-errors-worry-canadians-poll-finds-1.2933065
http://www.ctvnews.ca/health/hospital-infection-and-medical-errors-worry-canadians-poll-finds-1.2933065
http://rcpsc.medical.org/publications/PatientSafetyDictionary_e.pdf


IF PEOPLE WERE KALEIDOSCOPES 

274 
 

Davis, R., Anderson, O., Vincent, C., Miles, K., & Sevdalis, N.  (2012).  Predictors of 

hospitalized patients’ intentions to prevent healthcare harm:  A cross sectional 

survey.  International Journal of Nursing Studies, 49, 407-415.  

Davis, R.E., Jacklin, R., Sevdalis, N., & Vincent, C.A.  (2007).  Patient involvement in 

patient safety:  What factors influence patient participation and engagement?  

Health Expectations, 10, 259-267. 

Davis, R.E., Koutantji, M., & Vincent, C.A.  (2008).  How willing are patients to 

question healthcare staff on issues related to the quality and safety of their 

healthcare?  An exploratory study.  Quality and Safety in Health Care, 17, 90-96.   

Davis, R., Parand, A., Pinto, A., & Buetow, S.  (2015).  Systematic review of the 

effectiveness of strategies to encourage patients to remind healthcare 

professionals about their hand hygiene.  Journal of Hospital Infection, 89, 141-

162.    

Davis, R.E., Sevdalis, N., Neale, G., Massey, R., & Vincent, C.A.  (2013).  Hospital 

patients’ reports of medical errors and undesirable events in their health care.  

Journal of Evaluation in Clinical Practice, 19, 875-881.   

Davis, R.E., Sevdalis, N., & Vincent, C.A.  (2011).  Patient involvement in patient safety:  

How willing are patients to participate?  BMJ Quality and Safety, 20, 108-114. 

Davis, R.E., Vincent, C.A., & Murphy, M.F. (2011).  Blood transfusion safety:  The 

potential role of the patient.  Transfusion Medicine Reviews, 25(1), 12-23.  

Delbanco, T., & Bell, S.K.  (2007).  Guilty, afraid, and alone: Struggling with medical 

error.  New England Journal of Medicine, 357(17), 1682-1683.   



IF PEOPLE WERE KALEIDOSCOPES 

275 
 

DiGiovanni, C.W., Kang, L., & Manuel, J.  (2003).  Patient compliance in avoiding 

wrong-site surgery.  Journal of Bone and Joint Surgery, 85(5), 815-819.  

Doherty, C. & Stavropoulou, C.  (2012).  Patients’ willingness and ability to participate 

actively in the reduction of clinical errors:  A systematic literature review.  Social 

science and medicine, 75, 257-263.    

Dowell, D., Manwell, L.B., Maguire, A., An, P.G., Paluch, L., Felix, K., & Williams, E. 

for the MEMO Investigators.  (2005).  Urban outpatient views on quality and 

safety in primary care.  Longwoods Review, 3(1), 2-8. 

Drach-Zahavy, A., & Shilman, O.  (2014).  Patients’ participation during a nursing 

handover:  The role of handover characteristics and patients’ personal traits.  

Journal of Advanced Nursing, 71(1), 136-147.   

Duhn, L. (2010).  Patient safety: Its philosophical standpoint and links to the 

metaparadigm of nursing.  School of Nursing, Queen’s University. Unpublished 

paper.       

Duhn, L. (2011).  A comparison of patient safety perspectives of patients, families and 

healthcare professionals.  School of Nursing, Queen’s University.  Unpublished 

paper. 

Durbin, J., Hansen, M.M., Sinkowitz-Cochran, R., & Cardo, D.  (2006).  Patient safety 

perceptions:  A survey of Iowa physicians, pharmacists, and nurses.  American 

Journal of Infection Control, 34, 25-30.    

Dye, J.F., Schatz, I.M., Rosenberg, B.A., & Coleman, S.T.  (2000).  Constant comparison 

method: A kaleidoscope of data.  The Qualitative Report [On-line serial], 4(1/2).  

Available at: http://www.nova.edu/ssss/QR/QR3-4/dye.html.  

http://www.nova.edu/ssss/QR/QR3-4/dye.html


IF PEOPLE WERE KALEIDOSCOPES 

276 
 

Elder, N.C., Jacobson, C.J., Zink, T., & Hasse, L.  (2005).  How experiencing preventable 

medical problems changed patients’ interactions with primary health care.  Annals 

of Family Medicine, 3(6), 537-544. 

Elder, N.C., Regan, S.L., Pallerla, H., Levin, L., Post, D., & Cegela, D.J.  (2007).  

Development of an instrument to measure seniors’ patient safety health beliefs:  The 

Seniors Empowerment and Advocacy in Patient Safety (SEAPS) survey.  Patient 

Education and Counseling, 69, 100-107.     

Entwistle, V.A.  (2007).  Differing perspectives on patient involvement in patient safety.  

Quality & Safety in Health Care, 16, 82-83.  

Entwistle, V.A.  (2004).  Nursing shortages and patient safety problems in hospital care:  

Is clinical monitoring by families part of the solution?  Health Expectations, 7, 1-

5. 

Entwistle, V.A., McCaughan, D., Watt, I.S., Birks, Y., Hall, J., Peat, M., Williams, B., & 

Wright, J. for the Patient Involvement in Patient Safety group.  (2010).  Speaking 

up about safety concerns:  Multi-setting qualitative study of patients’ views and 

experiences.  Quality and Safety in Health Care, 19, 1-7.    

Entwistle, V.A., Mello, M.M., & Brennan, T.A.  (2005).  Advising patients about patient 

safety:  Current initiatives risk shifting responsibility.  Joint Commission Journal 

on Quality and Patient Safety, 31(9), 483-494.   

Evans, S.M., Berry, J.G., Smith, B.J., & Esterman, A.J.  (2006).  Consumer perceptions 

of safety in hospitals.  BMC Public Health, 6, 41-47. 

 



IF PEOPLE WERE KALEIDOSCOPES 

277 
 

Farrell, C.  (2004).  Patient and public involvement in health:  The evidence for policy 

implementation.  London, ENG: Department of Health.     

http://www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/@dh/@en/docu

ments/digitalasset/dh_4082334.pdf 

Flink, M., Hesselink, G., Pijnenborg, L., Wollersheim, H., Vernooij-Dassen, M., Dudzik-

Urbaniak, E., …Barach, P. on behalf of the European HANDOVER Research 

Collaborative.  (2012a).  The key actor:  A qualitative study of patient 

participation in the handover process in Europe.  BMJ Quality and Safety, 21, i89-

i96. 

Flink, M., Ohlen, G., Hansagi, H., Barach, P., & Olsson, M.  (2012b).  Beliefs and 

experiences can influence patient participation in handover between primary and 

secondary care – A qualitative study of patient perspectives.  BMJ Quality and 

Safety, 21, i76-i83.    

Friesen, M.A., Herbst, A., Turner, J.W., Speroni, K.G., & Robinson, J.  (2013).  

Developing a patient-centered ISHAPED handoff with patient/family and parent 

advisory councils.  Journal of Nursing Care Quality, 28(3), 208-216. 

Gardner, J., & Hampton, M.D.  (2014).  The effectiveness of rapid response teams 

activated by patients or family members of patients admitted to inpatient hospital 

units:  A systematic review protocol.  JBI Database of Systematic Reviews & 

Implementation Reports, 12(9), 58-68.        

Gillespie, B.M.  (2013).  Partnering with patients to provide safe health care.  Queensland 

Nurse, 32(4), 39. 

http://www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/@dh/@en/documents/digitalasset/dh_4082334.pdf
http://www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/@dh/@en/documents/digitalasset/dh_4082334.pdf


IF PEOPLE WERE KALEIDOSCOPES 

278 
 

Goeltz, R., & Hatlie, M.J. (2004).  Trial and error in my quest to be a partner in my health 

care:  A patient’s story.  In B.J. Youngberg, & M.J. Hatlie (Eds.), The patient 

safety handbook (pp.225-240).  Sudbury, MA: Jones and Bartlett Publishers.   

Graneheim, U.H., & Lundman, B. (2004). Qualitative content analysis in nursing 

research: Concepts, procedures and measures to achieve trustworthiness.  Nurse 

Education Today, 24, 105-112. 

Groene, R.O., Orrego, C., Sunol, R., Barach, P., & Groene, O.  (2012).  “It’s like two 

worlds apart”:  An analysis of vulnerable patient handover practices at discharge 

from hospital.  BMJ Quality and Safety, 21, i67-i75. 

Hall, J., Peat, M., Birks, Y., Golder, S., on behalf of the PIPS Group: Entwistle, V., 

Gilbody, S., …Wright, J.  (2010).  Effectiveness of interventions designed to 

promote patient involvement to enhance safety:  A systematic review.  Quality 

and Safety in Health Care, 19(5), e10.  doi:10.1136/qshc.2009.032748     

Hasegawa, T., Fujita, S., Seto, K., Kitazawa, T., & Matsumoto, K.  (2011).  Patients’ 

identification and reporting of unsafe events at six hospitals in Japan.  The Joint 

Commission Journal on Quality and Patient Safety, 37(11), 502-508.        

Health Canada, the Canadian Institute for Health Information, the Institute for Safe 

Medication Practices Canada, & the Canadian Patient Safety Institute. (2011).  

The Canadian Medication Incident Reporting and Prevention System.  Canada: 

Author.  http://www.cmirps-scdpim.ca/?p=14 

Health Care in Canada Survey Partnership (HciC).  (2006).  Health Care in Canada 

Survey 2006.  http://www.hcic-sssc.ca/english/Content.aspx?l0=7&tid=7&l=0 

http://www.cmirps-scdpim.ca/?p=14
http://www.hcic-sssc.ca/english/Content.aspx?l0=7&tid=7&l=0


IF PEOPLE WERE KALEIDOSCOPES 

279 
 

Health Care in Canada Survey Partnership (HciC).  (2007).  The 10th Annual Health Care 

in Canada Survey.  http://www.hcic-

sssc.ca/english/Content.aspx?l0=7&tid=7&l=0 

Health Council of Canada.  (2005).  Health care renewal in Canada:  Accelerating 

change.   http://hcc-ccs.com/report/Annual_Report/report_index.html.    

Henderson, S.  (2003).  Power imbalance between nurses and patients:  A potential 

inhibitor of partnership in care.  Journal of Clinical Nursing, 12, 501-508.  

Henriksen, K, Dayton, E., Keyes, M.A., Carayon, P., & Hughes, R.  (2008).  

Understanding adverse events: A human factors framework.  In R.G. Hughes 

(Ed.), Patient safety and quality:  An evidence-based handbook for nurses (pp.1-

19).   Rockville, Maryland: Agency for Healthcare Research and Quality 

Publication. No.08-0043. 

Herbert, R. D., & Higgs, J.  (2004).  Complementary research paradigms.  Australian 

Journal of Physiotherapy, 50, 63-64.   

Heyworth, L., Paquin, A.M., Clark, J., Kamenker, V., Stewart, M., Martin, T., & Simon, 

S.R.  (2014).  Engaging patients in medication reconciliation via a patient portal 

following hospital discharge.  Journal of the American Medical Informatics 

Association, 21, e157-e162.    

Hibbard, J.H., Peters, E., Slovic, P., & Tusler, M.  (2005).  Can patients be part of the 

solution?  Views on their role in preventing medical errors.  Medical Care 

Research and Review, 62(5), 601-616. 

 

http://www.hcic-sssc.ca/english/Content.aspx?l0=7&tid=7&l=0
http://www.hcic-sssc.ca/english/Content.aspx?l0=7&tid=7&l=0
http://hcc-ccs.com/report/Annual_Report/report_index.html


IF PEOPLE WERE KALEIDOSCOPES 

280 
 

Higgs, J., Trede, F., & Rothwell, R.  (2007).  Qualitative research interests and 

paradigms.  In J. Higgs, A. Titchen, D. Horsfall, & H. Armstrong (Eds.).  Being 

critical and creative in qualitative research (pp. 32-42).  Sydney, AU: Hampden 

Press.  

Hor, S., Godbold, N., Collier, A., & Iedema, R.  (2013).  Finding the patient in patient 

safety.  Health, 17(6), 567-583.   

Hovey, R.B., Dvorak, M.L., Burton, T., Worsham, S., Padilla, J., Hatlie, M.J., & Morck, 

A.C.  (2011).  Patient safety:  A consumer’s perspective.  Qualitative Health 

Research, 21(5), 662-672.  

Hovey, R.B., Morck, A., Nettleton, S., Robin, S., Bullis, D., Findlay, A., & Massfeller, 

H.  (2010).  Partners in our care:  Patient safety from a patient perspective.  

Quality and Safety in Health Care, 19, 1-4.  

Hupcey, J.E.  (2000).  Feeling safe:  The psychosocial needs of ICU patients.  Journal of 

Nursing Scholarship, 32(4), 361-367.    

Hurst, I.  (2001).  Vigilant watching over:  Mothers’ actions to safeguard their premature 

babies in the newborn intensive care nursery.  Journal of Perinatal and Neonatal 

Nursing, 15(3), 39-57.    

Institute for Family-Centered Care (IFCC) in collaboration with Institute for Healthcare 

Improvement.  (2008).  Partnering with patients and families to design a patient- 

and family-centered health care system.  Bethesda, MD: Author.   

http://www.ipfcc.org/pdf/PartneringwithPatientsandFamilies.pdf 

Jeffrey, A., & Curry, P. (2010).  Patient participation in surgical pause.  Anaesthesia, 65, 

217.   

http://www.ipfcc.org/pdf/PartneringwithPatientsandFamilies.pdf


IF PEOPLE WERE KALEIDOSCOPES 

281 
 

Jeffs, L., Affonso, D.D., & MacMillan, K.  (2008).  Near misses: Paradoxical realities in 

everyday clinical practice.  International Journal of Nursing Practice, 14, 486-

494.  

Jeffs, L., Beswick, S., Acott, A., Simpson, E., Cardoso, R., Campbell, H., & Irwin, T.  

(2014).  Patients’ views on bedside nursing handover.  Creating a space to 

connect.  Journal of Nursing Care Quality, 29(2), 149-154.     

Johnstone, M., & Kanitsaki, O.  (2008).  Engaging patients as safety partners:  Some 

considerations for ensuring a culturally and linguistically appropriate approach.  

Health Policy, 90, 1-7. 

Jorm, C.M., Dunbar, N., Sudano, L., & Travaglia, J.  (2009).  Should patient safety be 

more patient centred?  Australian Health Review, 33(3), 390-399.  

Kim, M., Nam, E.Y., Na, S.H., Shin, M., Lee, H., Kim, N., …Kim, H.B. (2015).  

Discrepancy in perceptions regarding patient participation in hand hygiene 

between patients and health care workers.  American Journal of Infection Control, 

43, 510-515.    

Kingston-Riechers, J., Ospina, M., Jonsson, E., Childs, P., McLeod, L., & Maxted, J.  

(2010). Patient Safety in Primary Care.  Edmonton, AB: Canadian Patient Safety 

Institute & BC Patient Safety & Quality Council.    

Kohn, L. T., Corrigan, J. M., & Donaldson, M. S. (Eds.) and the Committee on Quality of 

Health Care in America, Institute of Medicine.  (2000).  To err is human:  

Building a safer health system.  Washington, DC:  National Academy Press.  

http://books.nap.edu/books/0309068371/html/index.html. 

http://books.nap.edu/books/0309068371/html/index.html


IF PEOPLE WERE KALEIDOSCOPES 

282 
 

Koutantji, M., Davis, R., Vincent, C., & Coulter, A.  (2005).  The patient’s role in patient 

safety :  Engaging patients, their representatives, and health professionals.  

Clinical Risk, 11, 99-104.    

Krefting, L.  (1991).  Rigor in qualitative research:  The assessment of trustworthiness.  

The American Journal of Occupational Therapy, 45(3), 214-222.   

Kutty, S., & Weil, S.  (2006).  “Your health care – Be involved”:  The evaluation of a 

provincial patient safety tips initiative.  Healthcare Quarterly, 9(Special Issue), 

102-107.   

Kuzel, A.J., Woolf, S.H., Gilchrist, V.J., Engel, J.D., LaVeist, T.A., Vincent, C., & 

Frankel, R.M.  (2004).  Patient reports of preventable problems and harms in 

primary health care.  Annals of Family Medicine, 2(4), 333-340.  

Lang, A., Edwards, N., Hoffman, C., Shamian, J., Benjamin, K., & Rowe, M.  (2006). 

Broadening the patient safety agenda to include home care services.  Healthcare 

Quarterly, 9, 124-126.    

Le-Abuyen, S., Ng, J., Kim, S., De La Franier, A., Khan, B., Mosley, J., & Gardam, M.  

(2014).  Patient-as-observer approach:  An alternative method for hand hygiene 

auditing in an ambulatory care setting.  American Journal of Infection Control, 

42, 439-442. 

Leape, L.L., Bates, D.W., Cullen, D.J., Cooper, J., Demonaco, H.J., Gallivan, T., 

…Vander Vliet, M.  (1995).  Systems analysis of adverse drug events.  Journal of 

the American Medical Association, 274, 35-43.   



IF PEOPLE WERE KALEIDOSCOPES 

283 
 

Leape, L.L., Brennan, T.A., Laird, N., Lawthers, A.G., Localio, A.R., Barnes, B.A., 

…Hiatt, H.  (1991).  The nature of adverse events in hospitalized patients.  New 

England Journal of Medicine, 324(6), 377-384.     

Leuthold, M.  (2014).  Patients as partners for improving safety.  World Hospitals and 

Health Services:  The Official Journal of the International Hospital Federation, 

50(3), 20-22. 

Lincoln, Y.S., & Guba, E.A.  (1985).  Naturalistic inquiry.  Beverly Hills, CA: Sage. 

Longtin, Y., Sax, H., Leape, L.L., Sheridan, S.E., Donaldson, L., & Pittet, D. (2010).  

Patient participation: Current knowledge and applicability to patient safety.  Mayo 

Clinic Proceedings, 85(1), 53-62. 

Lyons, M.  (2007).  Should patients have a role in patient safety?  A safety engineering 

view.  Quality & Safety in Health Care, 16, 140-142.  

Macdonald, M.T., Heilemann, M.V., MacKinnon, N.J., Lang, A., Gregory, D., Gurnham, 

M.E., & Fillatre, T.  (2014).  Confirming delivery:  Understanding the role of the 

hospitalized patient in medication administration safety.  Qualitative Health 

Research, 24(4), 536-550.    

Manias, E., & Watson, B.  (2014).  Moving from rhetoric to reality:  Patient and family 

involvement in bedside handover.  International Journal of Nursing Studies, 51, 

1539-1541.  

Manitoba Institute for Patient Safety.  (2011).  It’s safe to ask.  Winnipeg, MB: Author.  

http://www.safetoask.ca/wp-content/uploads/english-brochure-feb-2011.pdf 

http://www.safetoask.ca/wp-content/uploads/english-brochure-feb-2011.pdf


IF PEOPLE WERE KALEIDOSCOPES 

284 
 

Marella, W.M., Finley, E., Thomas, A.D., & Clarke, J.R.  (2007).  Health care 

consumer’s inclination to engage in selected patient safety practices: A survey of 

adults in Pennsylvania.  Journal of Patient Safety, 3(4), 184-189. 

Martin, H. M., & Larsen, J.  (2012).  Patient involvement in Patient Safety: A literature 

review about European primary care.  The Danish Institute for Health Services 

Research for the Danish Society for Patient Safety and the LINNEAUS EURO-

PC project.  http://www.kora.dk/media/271600/dsi-3479.pdf 

Martin, H.M., Navne, L.E., & Lipczak, H.  (2013).  Involvement of patients with cancer 

in patient safety:  A qualitative study of current practices, potentials and barriers.  

BMJ Quality and Safety, 22, 836-842.  

Mattison, J. (2008).  The patient’s role in safety:  A physician’s perspective.  In P.L. 

Spath (Ed.), Engaging patients as safety partners:  A guide for reducing errors 

and improving satisfaction (pp.41-56). Chicago, IL: Health Forum Incorporated.     

Maurer, M., Dardess, P., Carman, K.L., Frazier, K., & Smeeding, L.  (2012).  Guide to 

Patient and Family Engagement:  Environmental Scan Report.  (Prepared by 

American Institutes for Research under contract HHSA 290-200-600019).  AHRQ 

Publication No. 12-0042-EF.  Rockville, Maryland: Agency for Healthcare 

Research and Quality.   

Mazor, K.M., Goff, S.L., Dodd, K.S., Velten, S.J., & Walsh, K.E.  (2010).  Parents’ 

perceptions of medical errors.  Journal of Patient Safety, 6(2), 102-107. 

 

 

http://www.kora.dk/media/271600/dsi-3479.pdf


IF PEOPLE WERE KALEIDOSCOPES 

285 
 

McCloskey, R., Furlong, K., & Hansen, L.  (2012).  Patient, family and nurse experiences 

with patient presence during hand-off reports within hospitals:  A systematic 

review.  JBI Library of Systematic Reviews, 10(28 Supplement).   

http://www.joannabriggslibrary.org/jbilibrary/index.php/jbisrir/article/view/300/4

97 

McDonald, K.M., Bryce, C.L., & Graber, M.L.  (2013).  The patient is in:  Patient 

involvement strategies for diagnostic error mitigation.  BMJ Quality and Safety, 

22, ii33-ii39. 

McGuckin, M., & Govednik, J.  (2014).  Patient empowerment begins with knowledge:  

Consumer perceptions and knowledge sources for hand hygiene compliance rates.  

American Journal of Infection Control, 42, 1106-1108.   

McGuckin, M., Waterman, R., & Shubin, A.  (2006).  Consumer attitudes about health 

care-acquired infections and hand hygiene, 21, 342-346.  

McMurray, A., Chaboyer, W., Wallis, M., Johnson, J., & Gehrke, T.  (2011).  Patients’ 

perspectives of bedside nursing handover.  Collegian, 18, 19-26. 

McTier, L., Botti, M., & Duke, M.  (2013).  Patient participation in medication safety 

during an acute care admission.  Health Expectations, 18, 1744-1756. 

McVeety, J., Keeping-Burke, L., Harrison, M.B., Godfrey, & Ross-White, A.  (2014).  

Patient and family member perspectives of encountering adverse events in health 

care:  A systematic review.  JBI Database of Systematic Reviews & 

Implementation Reports, 12(7), 315-373. 

Meyers, S.  (2008).  Take heed.  How patient and family advisors can improve quality.  

Trustee, 61(4), 14-16; 21-22.  

http://www.joannabriggslibrary.org/jbilibrary/index.php/jbisrir/article/view/300/497
http://www.joannabriggslibrary.org/jbilibrary/index.php/jbisrir/article/view/300/497


IF PEOPLE WERE KALEIDOSCOPES 

286 
 

Miles, M.B., Huberman, A.M., & Saldana, J.  (2014).  Qualitative Data Analysis:  A 

Methods Sourcebook (3rd Edition). Thousand Oaks, CA:  Sage Publications. 

Moher, D., Liberati, A., Tetzlaff, J., & Altman, D.G.  The PRISMA Group (2009).  

Preferred reporting items for systematic reviews and meta-analyses:  The 

PRISMA statement.  PLoS Medicine, 6(7): e1000097.  

doi:10.1371/journal.pmed1000097.   

Myhre, T.A.  (2007).  Medication safety practices:  A patient’s perspective. (Master’s 

Thesis).  Lethbridge, AB: School of Health Sciences, University of Lethbridge.   

National Literacy and Health Program, & the Canadian Public Health Association.  

(1998).  Creating Plain Language Forms for Seniors: A Guide for the Public, 

Private and Not-for-Profit Sectors.  Ottawa, ON: Author.  

http://www.cpha.ca/uploads/portals/h-l/pl_forms_seniors_e.pdf 

National Patient Safety Foundation. (2012).  Ask Me 3.  Boston, MA:  Author.     

http://www.npsf.org/for-healthcare-professionals/programs/ask-me-3/ 

National Patient Safety Foundation at the AMA.  (1997).  Public Opinion of Patient 

Safety Issues:  Research Findings. Boston, MA: National Patient Safety 

Foundation.  http://www.npsf.org/pdf/r/1997survey.pdf 

National Patient Safety Foundation’s Lucian Leape Institute.  (2014). “Safety is Personal: 

Partnering with Patients and Families for the Safest Care” (2014).  Boston, MA:  

National Patient Safety Foundation.   

National Steering Committee on Patient Safety.  (2002). Building a safer system:  A 

national integrated strategy for improving patient safety in Canadian health care. 

http://rcpsc.medical.org/publications/building_a_safer_system_e.pdf 

http://www.cpha.ca/uploads/portals/h-l/pl_forms_seniors_e.pdf
http://www.npsf.org/for-healthcare-professionals/programs/ask-me-3/
http://www.npsf.org/pdf/r/1997survey.pdf
http://rcpsc.medical.org/publications/building_a_safer_system_e.pdf


IF PEOPLE WERE KALEIDOSCOPES 

287 
 

Nau, D.P., & Erickson, S.R.  (2005).  Medication safety:  Patients’ experiences, beliefs, 

and behaviors.  Journal of the American Pharmacists Association, 45(4), 452-457.        

Ocloo, J.E.  (2010).  Harmed patients gaining voice:  Challenging dominant perspectives 

in the construction of medical harm and patient safety reforms.  Social Science 

and Medicine, 71, 50-516.  

Oermann, M.H., Hamilton, J., & Shook, M.L.  (2003).  Using the Web to improve 

seniors’ awareness of their role in preventing medical errors.  Journal of Nursing 

Care Quality, 18(2), 122-128. 

Ontario Hospital Association.  (2006).  Your Health Care: Be Involved.  Toronto, ON: 

Author.  

http://www.oha.com/Services/PatientSafety/Pages/PatientCampaignsAcute.aspx 

Ontario Hospital Association.  (2009).  Your Health Care: Be Involved – Home and 

Community Sector.  Toronto, ON: Author.  

http://www.oha.com/Services/PatientSafety/Pages/PatientCampaignsHomeandCo

mmunity.aspx 

Ontario Ministry of Health and Long-Term Care (Bill 46).  (2010).  Legislation – The 

Excellent Care for All Act, 2010.   

http://www.health.gov.on.ca/en/legislation/excellent_care/ 

Pan, S., Tien, K., Hung, I., Lin, Y., Yang, Y., Yang, M., …Chen, Y.  (2013).  Patient 

empowerment in  a hand hygiene program:  Differing points of view between 

patients/family members and health care workers in Asian culture.  American 

Journal of Infection Control, 41, 979-983.    

http://www.oha.com/Services/PatientSafety/Pages/PatientCampaignsAcute.aspx
http://www.oha.com/Services/PatientSafety/Pages/PatientCampaignsHomeandCommunity.aspx
http://www.oha.com/Services/PatientSafety/Pages/PatientCampaignsHomeandCommunity.aspx
http://www.health.gov.on.ca/en/legislation/excellent_care/


IF PEOPLE WERE KALEIDOSCOPES 

288 
 

Pandhi, N., Schumacher, J., Flynn, K., Smith, M.  (2008).  Patients’ perceptions of safety 

if interpersonal continuity of care were to be disrupted.  Health Expectations, 11, 

400-408. 

Parnes, B., Fernald, D., Quintela, J., Araya-Guerra, R., Westfall, J., Harris, D., & Pace, 

W.  (2007).  Stopping the error cascade:  A report on ameliorators from ASIPS 

collaborative.  Quality and Safety in Health Care, 16, 12-16.       

Partnership for Patient Safety.  (2011). Partnership for Patient Safety. Chicago, IL. 

http://www.p4ps.org 

Patient Destiny in collaboration with Toronto Central LHIN.  (2011).  Meeting with 

patients: Their experiences and perspectives.  Toronto, ON:  Author.  

http://www.patientscanada.ca/site/patients_canada/assets/pdf/patient_destiny_rep

ort-eng-web.pdf 

Pearsall, J. (Ed.) (2002). Concise Oxford English dictionary.  New York, NY: Oxford 

University Press.    

Peters, M.D.J., Godfrey, C.M., Khalil, H., McInerney, P., Parker, D., & Baldini Soares, 

C.  (2015).  Guidance for conducting systematic scoping reviews.  International 

Journal of Evidence-Based Healthcare, 13, 141-146.  

Pinto, A., Vincent, C., Darzi, A., & Davis, R.  (2013).  A qualitative exploration of 

patients’ attitudes towards the ‘Participate Inform Notice Know’ (PINK) patient 

safety video.  International Journal for Quality in Health Care, 25(1), 29-34. 

Pittet, D., Panesar, S.S., Wilson, K., Longtin, Y., Morris, T., Allan, V., …Donaldson, L.  

(2011).  Involving the patient to ask about hospital hand hygiene:  A National 

http://www.p4ps.org/
http://www.patientscanada.ca/site/patients_canada/assets/pdf/patient_destiny_report-eng-web.pdf
http://www.patientscanada.ca/site/patients_canada/assets/pdf/patient_destiny_report-eng-web.pdf


IF PEOPLE WERE KALEIDOSCOPES 

289 
 

Patient Safety Agency feasibility study.  Journal of Hospital Infection, 77, 299-

303.  

Polit, D.F., & Beck, C.T.  (2017).  Nursing research:  Generating and assessing evidence 

for nursing practice(10th Edition).  Philadelphia, PA: Wolters Kluwer. 

Powell, S.M., & Stone, R.D.  (2015).  The patient survival handbook:  Avoid being the 

next victim of medical error.  Peachtree City, GA: Synesis.  

Rainey, H., Ehrich, K., Mackintosh, N., & Sandall, J.  (2013).  The role of patients and 

their relatives in ‘speaking up’ about their own safety – a qualitative study of 

acute illness.  Health Expectations, 18, 392-405. 

Rance, S., McCourt, C., Rayment, J., Mackintosh, N., Carter, W., Watson, K., & Sandall, 

J.  (2013).  Women’s safety alerts in maternity care: Is speaking up enough?  BMJ 

Quality and Safety, 22, 348-355. 

Rathert, C., Brandt, J., & Williams, E.S.  (2011a).  Putting the ‘patient’ in patient safety:  

A qualitative study of consumer experiences.  Health Expectations, 15, 327-336. 

doi: 10.1111/j.1369-7625.2011.00685.x. 

Rathert, C., Huddleston, N., & Pak, Y.  (2011b).  Acute care patients discuss the patient 

role in patient safety.  Health Care Management Review, 36(2), 134-144.    

Reid, N., Moghaddas, J., Loftus, M., Stuart, R.L., Kotsanas, D., Scott, C., & Dendle, C.  

(2012).  Can we expect patients to question health care workers’ hand hygiene 

compliance?  Infection Control & Hospital Epidemiology, 33(5), 531-532. 

Rogers, S.  (2013).  Engaging patients and family members in better hand hygiene 

practices:  A teaching hospital’s challenge.  Healthcare Quarterly, 16(4), 27-31.   



IF PEOPLE WERE KALEIDOSCOPES 

290 
 

Romanow, R.J.  (2002).  Building on values:  The future of health care in Canada.  Final 

Report.  Ottawa: Commission on the Future of Health Care in Canada, 1-356.  

Sahlstrom, M., Partanen, P., & Turunen, H.  (2014).  Safety as experienced by patients 

themselves:  A Finnish survey of the most recent period of care.  Research in 

Nursing and Health, 37, 194-203.  

Sandelowski, M.  (1995).  Focus on qualitative methods:  Sample size in qualitative 

research.  Research in Nursing and Health, 18, 179-183.   

Sandelowski, M.  (2000).  Whatever happened to qualitative description?  Research in 

Nursing and Health, 23, 334-340. 

Sandlin-Leming, D.  (2010).  Pediatric patient safety:  Educating parents.  Journal of 

PeriAnesthesia Nursing, 25(2), 116-118. 

Saxton, M., Curry, M.A., Powers, L.E., Maley, S., Eckels, K., & Gross, J.  (2001).  

“Bring my scooter so I can leave you”.  Violence Against Women, 7(4), 393-417.  

Saxton, M., McNeff, E., Powers, L., Curry, M.A., Limont, M., & Benson, J.  (2006).  

We’re all little John Waynes:  A study of disabled men’s experience of abuse by 

personal assistants.  Journal of Rehabilitation, 72(4), 3-13.   

Schwappach, D.L.B.  (2008).  “Against the silence”:  Development and first results of a 

patient survey to assess experiences of safety-related events in hospital.  BMC 

Health Services Research, 8, 59-66.   

Schwappach, D.L.B.  (2010).  Engaging patients as vigilant partners in safety:  A 

systematic review.  Medical Care Research and Review, 67(2), 119-148. 



IF PEOPLE WERE KALEIDOSCOPES 

291 
 

Schwappach, D.L.B., Frank, O., Buschmann, U., & Babst, R.  (2012).  Effects of an 

educational patient safety campaign on patients’ safety behaviours and adverse 

events.  Journal of Evaluation in Clinical Practice, 19, 285-291. 

Schwappach, D.L.B., Frank, O., Koppenberg, J., Muller, B., & Wasserfallen, J.  (2011).  

Patients’ and healthcare workers’ perceptions of a patient safety advisory.  

International Journal for Quality in Health Care, 23(6), 713-720.     

Schwappach, D.L.B., Hochreutener, M., & Wernli, M.  (2010).  Oncology nurses’ 

perceptions about involving patients in the prevention of chemotherapy 

administration errors.  Oncology Nursing Forum, 37(2), E84-91.  

Schwappach, D.L.B., & Wernli, M.  (2010a).  Am I (un)safe here?  Chemotherapy 

patients’ perspectives towards engaging in their safety. Quality and Safety in 

Health Care, 19, 1-6.  doi: 10.1136/qshc.2009.033118.     

Schwappach, D.L.B., & Wernli, M.  (2010b).  Predictors of chemotherapy patients’ 

intentions to engage in medical error prevention.  The Oncologist, 15, 903-912.      

Schwappach, D.L.B., & Wernli, M.  (2010c).  Medication errors in chemotherapy:  

Incidence, types and involvement of patients in prevention.  A review of the 

literature.  European Journal of Cancer Care, 19, 285-292.     

Scobie, A., & Persaud, D.  (2010).  Patient Engagement in Patient Safety: Barriers and 

Facilitators.  Patient Safety and Quality Healthcare. 7(2), 42-47.  

Seale, H., Chughtai, A.A., Kaur, R., Crowe, P., Phillipson, L., Novytska, Y., & Travaglia, 

J.  (2015).  Ask, speak up, and be proactive:  Empowering patient infection 

control to prevent health care-acquired infections.  American Journal of Infection 

Control, 43, 447-453.   



IF PEOPLE WERE KALEIDOSCOPES 

292 
 

Sears, K., Scobie, A., & MacKinnon, N.J. (2012).  Patient-related risk factors for self-

reported medication errors in hospital and community settings in 8 countries.  

Canadian Pharmacists Journal, 145(2), 88-93.  

See, L., Chang, Y., Chuang, K., Lai, H., Peng, P., Jean, W., & Wang, C.  (2011).  

Animation program used to encourage patients or family members to take an 

active role for eliminating wrong-site, wrong-person, wrong-procedure surgeries: 

Preliminary evaluation.  International Journal of Surgery, 9, 241-247.    

Sheard, L., O’Hara, J., Armitage, G., Wright, J., Cocks, K., McEachan, R.,…Lawton, R. 

and on behalf of the Yorkshire Quality and Safety Research Group.  Evaluating 

the PRASE patient safety intervention – A multi-centre, cluster trial with a 

qualitative process evaluation:  Study protocol for a randomised controlled trial.  

Trials, 15(420), 1-12.  doi: 10.1186/1745-6215-15-420.   

Spath, P.L.  (2003).  “Can you hear me now?”  Providers must give patients a voice in 

efforts to reduce medical errors.  Hospitals & Health Networks, 77(12), 36-38, 40, 

49.   

Spath, P.L.  (2007).  Guest Column:  Involve patients in mistake prevention:  How to 

overcome communication barriers.  Hospital Case Management, 15(6), 92-94.    

Spath, P.L. (2008).  Safety from the patient’s point of view.  In P.L. Spath (Ed.), 

Engaging patients as safety partners:  A guide for reducing errors and improving 

satisfaction (pp.1-40). Chicago, IL: Health Forum Incorporated.     

Spruce, L.  (2015).  Back to basics:  Patient and family engagement.  Association of 

periOperative Registered Nurses (AORN) Journal, 102(1), 34-37. 



IF PEOPLE WERE KALEIDOSCOPES 

293 
 

Stone, P.W.  (2002).  Popping the (PICO) question in research and evidence-based 

practice.  Applied Nursing Research, 16(2), 197-198.  

Stuckey, H. L. (2014).  The first step in data analysis:  Transcribing and managing 

qualitative research data.  Journal of Social Health and Diabetes, 2(1), 6-8.   

Study Site (2012).  Patient Information Booklet.  Study Site location, ON: Author.  

Swahnberg, K., Wijma, B., Hearn, J., Thapar-Bjorkert, S., & Bertero, C.  (2009). 

Mentally pinioned:  Men’s perceptions of being abused in health care.  

International Journal of Men’s Health, 8(1), 60-71.  

Tarini, B.A., Lozano, P., & Christakis, D.A.  (2009).  Afraid in the hospital:  Parental 

concern for errors during a child’s hospitalization.  Journal of Hospital Medicine, 

4, 521-527. 

Taylor, G., Gravel, D., Matlow, A., Embree, J., LeSaux, N., Johnston, L.,…Wong, A. and 

the Canadian Nosocomial Infection Surveillance Program.  (2016).  Assessing the 

magnitude and trends in hospital acquired infections in Canadian hospitals 

through sequential point prevalence surveys.  Antimicrobial Resistance and 

Infection Control, 5(19), 1-7.  doi:10.1186/s13756-016-0118-3  

The Commonwealth Fund.  (2004).  The 2004 Commonwealth Fund International Health 

Policy Survey of Adults’ Experiences with Primary Care.  

http://www.commonwealthfund.org/Surveys/2004/2004-Commonwealth-Fund-

International-Health-Policy-Survey-of-Adults-Experiences-with-Primary-

Care.aspx 

 

http://www.commonwealthfund.org/Surveys/2004/2004-Commonwealth-Fund-International-Health-Policy-Survey-of-Adults-Experiences-with-Primary-Care.aspx
http://www.commonwealthfund.org/Surveys/2004/2004-Commonwealth-Fund-International-Health-Policy-Survey-of-Adults-Experiences-with-Primary-Care.aspx
http://www.commonwealthfund.org/Surveys/2004/2004-Commonwealth-Fund-International-Health-Policy-Survey-of-Adults-Experiences-with-Primary-Care.aspx


IF PEOPLE WERE KALEIDOSCOPES 

294 
 

The Commonwealth Fund.  (2005).  The Commonwealth Fund 2005 International Health 

Policy Survey of Sicker Adults.   

http://thecommonwealthfund.net/Surveys/2005/2005-Commonwealth-Fund-

International-Health-Policy-Survey-of-Sicker-Adults.aspx 

The Commonwealth Fund.  (2008).  The Commonwealth Fund 2008 International Health 

Policy Survey of Sicker Adults.  

http://www.commonwealthfund.org/Surveys/2008/2008-Commonwealth-Fund-

International-Health-Policy-Survey-of-Sicker-Adults.aspx 

The Joint Commission on Accreditation of Healthcare Organizations.  (2010).  Sentinel 

events statistics.  http://www.jointcommission.org/SentinelEvents/Statistics/ 

The Kaiser Family Foundation.  (2008).  2008 Update on consumers’ views of patient 

safety and quality information. Menlo Park, CA:  The Kaiser Family Foundation. 

http://www.kff.org/kaiserpolls/posr101508pkg.cfm 

The Kaiser Family Foundation and Agency for Health Care Research and Quality.  

(2000).  National survey on Americans as health care consumers:  An update on 

the role of quality information. Menlo Park, CA:  The Kaiser Family Foundation. 

http://www.ahrq.gov/downloads/pub/kffsummary00.pdf 

Trede, F., & Higgs, J.  (2009).  Framing research questions and writing philosophically:  

The role of framing research questions.  In J. Higgs, D. Horsfall, & S. Grace 

(Eds.), Writing qualitative research on practice (pp. 13-25).  Rotterdam, 

Netherlands:  Sense Publishers.   https://www.sensepublishers.com/media/1291-

writing-qualitative-research-on-practice.pdf 

http://thecommonwealthfund.net/Surveys/2005/2005-Commonwealth-Fund-International-Health-Policy-Survey-of-Sicker-Adults.aspx
http://thecommonwealthfund.net/Surveys/2005/2005-Commonwealth-Fund-International-Health-Policy-Survey-of-Sicker-Adults.aspx
http://www.commonwealthfund.org/Surveys/2008/2008-Commonwealth-Fund-International-Health-Policy-Survey-of-Sicker-Adults.aspx
http://www.commonwealthfund.org/Surveys/2008/2008-Commonwealth-Fund-International-Health-Policy-Survey-of-Sicker-Adults.aspx
http://www.jointcommission.org/SentinelEvents/Statistics/
http://www.kff.org/kaiserpolls/posr101508pkg.cfm
http://www.ahrq.gov/downloads/pub/kffsummary00.pdf
https://www.sensepublishers.com/media/1291-writing-qualitative-research-on-practice.pdf
https://www.sensepublishers.com/media/1291-writing-qualitative-research-on-practice.pdf


IF PEOPLE WERE KALEIDOSCOPES 

295 
 

Trier, H., Valderas, J.M., Wensing, M., Hartin, H.M., & Egebart, J.  (2015).  Involving 

patients in patient safety programmes:  A scoping review and consensus 

procedure by the LINNEAUS collaboration on patient safety in primary care.  

European Journal of General Practice, 21(Supplement 1), 56-61. 

http://www.tandfonline.com/doi/pdf/10.3109/13814788.2015.1043729 

Unruh, K.T., & Pratt, W.  (2006).  Patients as actors:  The patient’s role in detecting, 

preventing, and recovering from medical errors.  International Journal of Medical 

Informatics, 76(Supplement 1), 236-244. 

Vaismoradi, M., Jordan, S., & Kangasniemi, M.  (2014).  Patient participation in patient 

safety and nursing input – A systematic review.  Journal of Clinical Nursing, 24, 

627-639.    

Vanderheyden, L.C., Northcott, H.C., Adair, C.E., McBrien-Morrison, C., Meadows, 

L.M., Norton, P., & Cowell, J.  (2005).  Reports of preventable medical errors 

from the Alberta Patient Safety Survey 2004.  Healthcare Quarterly, 8(Special 

Issue), 107-114.  

Vincent, C.  (2010).  Patient involvement in patient safety.  In C. Vincent, Patient Safety 

(pp. 290-306).  Oxford, UK:  Wiley-Blackwell.     

Vincent, C.A., & Coulter, A. (2002).  Patient safety: What about the patient?  Quality and 

Safety in Health Care, 11, 76-80.   

Walrath, J.M., & Rose, L.E.  (2008).  The medication administration process:  Patients’ 

perspectives.  Journal of Nursing Care and Quality, 23(4), 345-352.  

 



IF PEOPLE WERE KALEIDOSCOPES 

296 
 

Walters, C.B.  (2013).  Perceptions of hospitalized oncology patients regarding 

involvement in their care as a patient safety strategy across a range of health 

literacy levels (Doctoral Dissertation).  New York City, NY: New York 

University.      

Wasson, J.H., MacKenzie, T.A., & Hall, M.  (2007).  Patients use an internet technology 

to report when things go wrong.  Quality and Safety in Health Care, 16, 213-215. 

Waterman, A.D., Gallagher, T.H., Garbutt, J., Waterman, B.M., Fraser, V., & Burroughs, 

T.E.  (2006).  Brief report:  Hospitalized patients’ attitudes about and participation 

in error prevention.  Journal of General Internal Medicine, 21, 367-370. 

Weingart, S.N., Morway, L., Brouillard, D., Clearly, A., Eng, T.K., Saadeh, M.G., 

…Leape, L.L.  (2009).  Rating recommendations for consumers about patient 

safety:  Sense, common sense, or nonsense?  The Joint Commission Journal on 

Quality and Patient Safety, 35(4), 206-215. 

Weingart, S.N., Price, J., Duncombe, D., Connor, M., Sommer, K., Conley, K.A., 

…Ponte, P.R.  (2007).  Patient-reported safety and quality of care in outpatient 

oncology.  Joint Commission on Quality and Patient Safety, 33(2), 83-94. 

Weingart, S.N., Zhu, J., Chiappetta, L., Stuver, S.O., Schneider, E.C., Epstein, A.M., 

…Weissman, J.S.  (2011).  Hospitalized patients’ participation and its impact on 

quality of care and patient safety.  International Journal for Quality in Health 

Care, 23(3), 269-277. 

Wildner, J., & Ferri, P.  (2012).  Patient participation in change-of-shift procedures.  

Journal of Hospice and Palliative Nursing, 14(3), 216-224.  



IF PEOPLE WERE KALEIDOSCOPES 

297 
 

Wolosin, R.J., Vercler, L., & Matthews, J.L.  (2006).  Am I safe here ?  Improving 

patients’ perceptions of safety in hospitals.  Journal of Nursing Care Quality, 

21(1), 30-38.  

World Health Organization.  (2009).  The conceptual framework for the international 

classification of patient safety (version 1.1) – Final technical report.  Geneva, 

CH:  World Health Organization, Patient Safety – A World Alliance for Safer 

Health Care.  http://www.who.int/patientsafety/taxonomy/icps_full_report.pdf 

World Health Organization. (2010).  Patient Safety.  Geneva, CH: Author.    

http://www.who.int/topics/patient_safety/en/ and 

http://www.who.int/patientsafety/worldalliance/en/index.html. 

World Health Organization. (2011).  Patient safety:  Patients for patient safety.  Geneva, 

CH: Author.     

http://www.who.int/patientsafety/patients_for_patient/en/index.html 

World Health Organization. (2013).  “Patients for Patient Safety – Partnerships for Safer 

Health Care”.  Geneva, Switzerland: World Health Organization.    

http://www.who.int/patientsafety/patients_for_patient/PFPS_brochure_2013.pdf 

World Health Organization. (2016).  Patient Safety – Patients for Patient Safety:  Our 

programme.  Geneva, CH: Author.     

http://www.who.int/patientsafety/patients_for_patient/programme/en/# 

World Health Organization – Regional Office for Europe.  (2013).  Exploring patient 

participation in reducing health-care-related safety risks (pp. 1-190).  

Copenhagen, Denmark: Author.     

http://www.euro.who.int/__data/assets/pdf_file/0010/185779/e96814.pdf    

http://www.who.int/patientsafety/taxonomy/icps_full_report.pdf
http://www.who.int/topics/patient_safety/en/
http://www.who.int/patientsafety/worldalliance/en/index.html
http://www.who.int/patientsafety/patients_for_patient/en/index.html
http://www.who.int/patientsafety/patients_for_patient/PFPS_brochure_2013.pdf
http://www.who.int/patientsafety/patients_for_patient/programme/en/
http://www.euro.who.int/__data/assets/pdf_file/0010/185779/e96814.pdf


IF PEOPLE WERE KALEIDOSCOPES 

298 
 

Wright, J., Emerson, A., Stephens, M., & Lennan, E.  (2006).  Hospital inpatient self-

administration of medicine programmes:  A critical literature review.  Pharmacy 

World & Science, 28, 140-151. 

Wyer, M., Jackson, D., Iedema, R., Hor, S., Gilbert, G., Jorm, C., …Carroll, K.  (2015).  

Involving patients in understanding hospital infection control using visual 

methods.  Journal of Clinical Nursing, 24, 1718-1729.  

 

 

 

 

 

 

 

 

 

 

 

 

 



IF PEOPLE WERE KALEIDOSCOPES 

299 
 

Appendix A: Accreditation Canada Standard Sets 

The Required Organizational Practice (ROP) about the role of the client and family in 

safety specifically indicates that an organization “informs and educates clients and 

families in writing and verbally about the client and family’s role in promoting safety” 

(Accreditation Canada, 2011, p. 8).  The standard sets that this ROP is included in are the 

following: 

 

1. Aboriginal Integrated Primary Care Services 
2. Aboriginal Substance Misuse Services Standards 
3. Acquired Brain Injury Services 
4. Ambulatory Care Services 
5. Ambulatory Systemic Cancer Therapy Services 
6. Cancer Care and Oncology Services 
7. Case Management Services 
8. Community-Based Mental Health Services and Supports Standards 
9. Correctional Service of Canada Health Services Standards 
10. Critical Care 
11. Diagnostic Imaging Services  
12. Home Care Services 
13. Home Support Services 
14. Hospice, Palliative, and End-of-Life Services 
15. Long-Term Care Services 
16. Medical Imaging Centres 
17. Medicine Services 
18. Mental Health Services 
19. Obstetrics Services 
20. Obstetrics/Perinatal Care Services 
21. Provincial Correctional Health Services Standards 
22. Rehabilitation Services 
23. Residential Homes for Seniors 
24. Substance Abuse and Problem Gambling Services 
25. Surgical Care Services 
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Appendix B:  Literature Review Search Strategy 
 

Search Strategy for Perspectives of Patients and Families  
Regarding Patient Safety Compared to Healthcare Providers 

 
Research Question 

• What is known about patient and family perspectives about patient safety and 
how do these compare to healthcare provider viewpoints?   

 
MeSH terms/Keys Words: Medline & CINAHL 

• safety (subject heading); medical errors (subject heading); safety management 
(subject heading); patient participation (subject heading); consumer participation 
(subject heading); attitude of health professional (subject heading); health 
personnel (subject heading); patient safety (keyword); adverse events (keyword); 
patient involvement (keyword); patient experience (keyword); patient perception 
(keyword); patient safety (search term); consumer participation (search term); 
patient perspective (keyword)    

 
Databases Searched 

• Medline 1996 – 09/2011 
• Cumulative Index to Nursing and Allied Health Literature (CINAHL) 1981 – 

09/2011 
 
Inclusion Criteria [1-4 based on PICO components (Stone, 2002)] 

1. Patient/population/problem = patients and their families  
2. Intervention or independent variable = none 
3. Comparison = healthcare providers 
4. Outcomes of interest or dependent variables = perspectives regarding patient 

safety  
5. Type of studies = all published studies reported in English only; intentionally not 

filtered so that all available evidence could be explored)   
 
Exclusion Criteria 

1. Studies where an abstract only was available  
  
Search Process 

• Keyword searches 
o Using subject and methodology terms 
o In title and abstract 
o Using MeSH & Descriptor terms  

• Bibliography searches 
o Search reference lists of articles 
o Selection made based on title of paper 
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Appendix B:  Literature Review Search Strategy continued… 
 
Grey Literature 

• The websites of national and international healthcare and patient safety 
organizations were also explored for relevant literature.  This included the 
following: 

 Partnership for Patient Safety (US) 
 Consumers Advancing Patient Safety 
 Patients for Patient Safety Canada 
 Patient Voice Facilitation, Winnipeg Regional Health Authority 
 World Health Organization (WHO) – World Alliance for Patient 

Safety 
 National Patient Safety Foundation (US) 
 AHRQ Patient Safety Network 
 Institute for Healthcare Improvement (IHI) 
 Canadian Patient Safety Institute 
 Accreditation Canada 
 National Patient Safety Agency (UK) 
 Health Council of Canada 
 The Australian Commission on Safety & Quality in Healthcare 
 Ontario Hospital Association 
 Health Quality Ontario 
 Ontario Ministry of Health and Long-term Care 
 Canadian Health Services Research Foundation (CHSRF)  
 Canadian Institute for Health Research (CIHR) 
 The Commonwealth Fund 
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Appendix C: Queen’s Research Ethics Approval Letter 
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Appendix C: continued… 
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Appendix D:  Unpublished Literature (excluding theses) Tracking Summary 

KEY:   
Yellow highlight is result included in final set of Scoping Review.   
Blue highlight is result of some relevance but not included in final set of Scoping Review.   
*=See original source listed. 
**=Information found in database searches so not counted for inclusion of the final set of scoping review but retained to profile literature 
identified on sites. 

 
# Source Name 

and Web 
Address 

Date 
Searched  

Search Terms Used (& includes search 
result number obtained which were then 
reviewed). 

Search 
Outcome 
• searched; results 

found 
• searched; nothing 

found  

Results 

Provincial 
1.  Southeastern 

Ontario Local 
Health Integration 
Network (LHIN) 

March 
2016 

1) Searched under Community Engagement 
(n=0). 
2) “safety” (n=16). 

No relevant 
results. 

 

2.  Ontario Hospital 
Association 
 

March 
2016 

1) “patient beliefs on role in safety” (n=28).    
2) Searched under: education, conferences, 

patient safety education (n=0). 
3) “patient role in safety” (top 50 reviewed). 
4) Searched under Issues & Initiatives - Key 

Initiatives - Quality & Patient Safety - Tools 
& Resources (n=14). 

a) Canadian Triage & Acuity Scale (CTAS). 
b) Coroner's Reports & Documents: Individual Case 
Reports. 
c) Coroner's Reports & Documents: Annual Committee 
Reports. 
d) Hand Hygiene. 
e) Patient Declaration of Values. 
f) Patient Safety in Mental Health. 

Results found. • Ontario Hospital Association Patient Safety 
Support Service (Fall 2005).  Safety First!  A 
newsletter of the Patient Safety Support 
Service – The Patient’s Role in Patient Safety. 
Volume 1, Issue 3.  Author: Toronto, ON.   

• Ontario Hospital Association Patient Safety 
Support Service (Winter 2006).  Safety First!  
A newsletter of the Patient Safety Support 
Service – Patient Safety Culture.  Volume 2, 
Issue 1.  Author: Toronto, ON. 

• Ontario Hospital Association (Fall 2009).  
Safety First!  A newsletter by the OHA Patient 
Safety Department – Patient Safety Culture.  

http://www.oha.com/CurrentIssues/keyinitiatives/PatientSafety/Pages/CanadianTriageandAcuityScale.aspx
http://www.oha.com/KnowledgeCentre/Library/CoronersReports/Pages/Default.aspx
http://www.oha.com/KnowledgeCentre/Library/CoronersReports/Pages/Default.aspx
http://www.oha.com/KnowledgeCentre/Library/CoronersReports/Pages/AnnualReportsCoroners.aspx
http://www.oha.com/KnowledgeCentre/Library/CoronersReports/Pages/AnnualReportsCoroners.aspx
http://www.oha.com/CurrentIssues/keyinitiatives/PatientSafety/Pages/HandHygiene.aspx
http://www.oha.com/CurrentIssues/keyinitiatives/PatientSafety/Pages/PatientDeclarationofValues.aspx
http://www.oha.com/CurrentIssues/keyinitiatives/PatientSafety/Pages/PatientSafetyinMentalHealth.aspx
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g) Public Reporting of Patient Safety Indicators. 
h) Quality-Based Procedures. 
i) Quality Improvement Plans. 
j) Surgical Safety Checklist. 
k) Toolkits and Guides on Legislation/Regulation. 
l) Your Health Care - Be Involved: Acute Sector Campaign. 
m) Your Health Care - Be Involved: Home and Community 
Sector Campaign. 
n) Your Health Care - Be Involved: Clean Hands Protect 
Lives Campaign. 

Volume 4, Issue 2.  Author: Toronto, ON. 
• Clean Hands Protect Lives campaign pamphlet 

(2008). 
• Your Health Care – Be Involved Acute Care 

Sector campaign – Tips (Copyright 2006 but 
titled as 2007brochure; & Copyright at 2006 
but titled as 2009 tri-fold brochure). There is 
also a Home & Community Sector (not 
explored).   

• R. Baker & R, Axler (2015).  Health System 
Reconfiguration- Creating a High Performing 
Healthcare System for Ontario: Evidence 
Supporting Strategic Changes in Ontario.  
Sponsored by the Ontario Hospital Association 
& the Institute of Health Policy, Management 
& Evaluation, University of Toronto. 

• The Ontario Hospital Association (OHA), & 
the OHA Governance Centre of Excellence & 
Health Quality Ontario (2011).  The Quality 
and Patient Safety Governance Toolkit – 
Empowering Patients and Families. Author: 
Toronto.  

3.  Ontario Ministry 
of Health and 
Long-term Care 
 

March 
2016 

1) Searched under Public Information – Service 
Ontario publications – patient safety. (n=0)  
Patient Safety Review Committee reports only.  
2) Searched under Health Care Professionals – 
patient safety – Indicators (n=0).  
3) “patient attitudes” (n=26). 
4) “patient beliefs on safety” (n=14).  
5) “patient safety engagement” (n=50).  

Results found. • Ontario Ministry of Health and Long-term 
Care (February 2015).  Patients First: Action 
Plan for Health Care.  Author: Toronto, 
Ontario. 

• Ontario Ministry of Health and Long-term 
Care (2016).  About Excellent Care for All – 
Update as of January 2016.  Author: Toronto, 
ON. 

4.  Health Quality 
Ontario (HQO) 
 

March 
2016; 
(updated 
in April 
2016) 

March 2016 Search: 
1) Searched under Patient Engagement – Health 
Quality Ontario and Patient Engagement = 
main page (n=0). 
2) Searched under Patient Engagement – Tools 

Results found. March 2016 results: 
• *Link to Canadian Foundation for Health 

Information (CFHI) “Better Together” 
Campaign resources.   

• *Institute for Patient- and Family-Centered 

http://www.oha.com/CurrentIssues/keyinitiatives/PatientSafety/Pages/PatientSafetyIndicatorsandPublicReporting.aspx
http://www.oha.com/CurrentIssues/keyinitiatives/PatientSafety/Pages/Quality-BasedProcedures.aspx
http://www.oha.com/CurrentIssues/keyinitiatives/PatientSafety/Pages/QualityImprovementPlans.aspx
http://www.oha.com/CurrentIssues/keyinitiatives/PatientSafety/Pages/SurgicalSafetyChecklist.aspx
http://www.oha.com/CurrentIssues/keyinitiatives/PatientSafety/Pages/ToolkitsandGuidesonLegislationRegulation.aspx
http://www.oha.com/CurrentIssues/keyinitiatives/PatientSafety/Pages/PatientCampaignsAcute.aspx
http://www.oha.com/CurrentIssues/keyinitiatives/PatientSafety/Pages/PatientCampaignsHomeandCommunity.aspx
http://www.oha.com/CurrentIssues/keyinitiatives/PatientSafety/Pages/PatientCampaignsHomeandCommunity.aspx
http://www.oha.com/CurrentIssues/keyinitiatives/PatientSafety/Pages/Your%20Health%20Care%20-%20Be%20Involved%20Clean%20Hands%20Protect%20Lives.aspx
http://www.oha.com/CurrentIssues/keyinitiatives/PatientSafety/Pages/Your%20Health%20Care%20-%20Be%20Involved%20Clean%20Hands%20Protect%20Lives.aspx
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& Resources – Patients, Families & Caregivers. 
(n=10). 
3) Searched under Patient Engagement – Tools 
and Resources – Health care Professionals. 
(n=19). 
4) Searched under Patient Engagement – Our 
Patient, Family & Public Advisors Program 
(n=1). 
5) “patient beliefs on role in safety” (n=37). 
April 2016 (as headings updated) 
1) Searched under Engaging Patients – Patient 
Engagement Tools & Resources – Resources 
for Patients, Families & Caregivers. (n=12).    
2) Searched under Engaging Patients – Patient 
Engagement Tools & Resources – Resources 
for Health Care Providers (n=22).    
3) “patient beliefs on role in safety” (n=2). 

Care.  (2011). Partnering with Patients and 
Families to Enhance Safety and Quality – A 
Mini Toolkit.   Bethesda, MD: Author.   

April 2016 results: 
No new results. 
 

5.  The Change 
Foundation 
(Ontario) 

March 
2016 

1) “patient beliefs on role in safety” (n=0). 
2) “patient safety” (n=5). 
3) Searched under Policy Issues – patient 
engagement – long-term care resident councils 
& family councils project (main page). 
 

Results found. • Fooks, C., Obarski, G., Hale, L., & Hylmar, S.  
(2015).  The Patient Experience in Ontario 
2020: What is Possible?  Healthcare Papers, 
14(4), 8-18. 

• D. Doran & R. Blais (co-leads) (2013). “Safety 
At Home: A Pan-Canadian Home Care Study”.  
Funded by CPSI with  sponsorship from 
Change Foundation - one of several. 

• J. Resin (2012).  “Patient Voices Network” 
Presentation.  Patient Voice Network is a 
Ministry of Health, Patients as Partners 
initiative administered by ImpactBC. 

6.  Manitoba Institute 
for Patient Safety 
(MIPS)  
 

March 
2016 

This website had many different sections that 
encourage patient engagement in different 
aspects of healthcare safety. 
1) “It’s Safe to Ask” tab on home page includes 
sections on a) Patient Engagement; b) Self-
advocacy for Everyone (S.A.F.E.) toolkit 

Results found. • Brochures, videos, tips on patient engagement in 
healthcare to avoid/reduce harm. 

• “Patient Rights and Responsibilities” (no date).  
• “Declaration of Patient and Family Engagement 

in Patient Safety” (2012). 
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(2011) comprised of 13 different topics for 
patients; c) Resources.   
2) Resources & Tips – Patients & Families (3 
topics including Advocating for yourself & 
others).   
3) “patient beliefs on role in safety” (n=1).  

7.  British Columbia 
Patient Safety & 
Quality Council 
 

March 
2016 

1) Searched under Patient Voices Network 
which is a community of 
patients/families/caregivers with providers 
working to improve healthcare system (n=0). 
2) Searched under Knowledge Center – Patient 
Safety in Primary Care (2010).  
3) Searched under Knowledge Center – “tips” 
(n=13).  
4) Searched under Knowledge Center – “patient 
beliefs about role in safety” & “report” (n=11). 

Results found. 
 
 
 

• Kingston-Riechers, J., Ospina, M., Jonsson, E., 
Childs, P., McLeod, L., & Maxted, J.  (2010). 
Patient Safety in Primary Care.  Edmonton, 
AB: Canadian Patient Safety Institute & BC 
Patient Safety & Quality Council.    

• British Columbia Patient Safety Task Force. 
(2008). Patient Safety Tips.  Author: BC.  
https://bcpsqc.ca//documents/2012/11/learning-
patient-safety-tips.pdf 

8.  Government of 
BC - Health - 
HealthLinkBC 
 
 
 
 
 

March 
2016 

“At HealthLink BC, you will find medically-approved 
information on more than 5,000 health topics, symptoms, 
medications, and tips for maintaining a healthy lifestyle. 
You can also search our online Directory to find health 
services near you.  Call 8-1-1 from anywhere in British 
Columbia to speak with a nurse any time of the day or 
night. On weekdays, you can speak to a dietitian about 
nutrition and healthy eating. At night, we have pharmacists 
available to answer your medication questions.” 
1) Searched in library under patient safety 
heading (n=1). 
2) Searched in library under navigating your 
hospital stay (n=1). 
3) Searched under health topics, health tracking 
forms and checklists (n=1).    
4) BCHealthGuide – “At this time, the English version 
of the BC HealthGuide Handbook is no longer available by 
direct order from our website or by calling HealthLink BC 
at 8-1-1. We are currently exploring opportunities to 
provide new and updated self-care and general health 
information resources in print.” 
4) “patient safety tips to help you take an active 

Results found. • Healthwise Staff.  “Prevent Medical Errors” 
(current as of September 2014).  Healthwise, 
Incorporated. 

• Healthwise Staff.  “Navigating your Hospital 
Stay” (current as of April 2015) which includes 
topics on: “Monitoring Your Medicines in the 
Hospital”; Preventing Falls in the Hospital”; 
“Working with More than One Doctor”. 
Healthwise, Incorporated. 

• Healthwise Staff. “Health Tracking Forms and 
Checklists” (current as of September 2014).  
Healthwise, Incorporated. 

 

https://bcpsqc.ca/documents/2012/11/learning-patient-safety-tips.pdf
https://bcpsqc.ca/documents/2012/11/learning-patient-safety-tips.pdf
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part in your health care” (n=10).  Note this is a 
brochure referenced on the Patients for Patient 
Safety Canada website but it is not found on 
this website.      

9.  Health Quality 
Council of 
Alberta (HQCA) 
 

March 
2016 

1) “patient beliefs on role in safety” (n=11). 
2) “everyone has a role in patient safety” 
(n=32). 

Results found. • HQCA.  (2011). Good Practice Sheets 
(Disclosure) – “Communicating with the 
Patient/Family – Everyone has a role in Patient 
Safety”.    
https://d10k7k7mywg42z.cloudfront.net/assets/53b6c9b6d6a
f685a41000193/Appendix_A_AHS_GPS_Communication_
v5_1_.pdf 

• Flemons, W., Davies, J.M., Wright, D., 
Mikkelsen, A., Harvie, M.  (2010). Patient 
safety principles: Definitions, descriptions and 
rationale.  Health Quality Council of Alberta: 
Calgary, AB. 

• HQCA. (2010).   “Patient Safety Framework for 
Albertans – Provincial Framework”.  Author: 
Alberta.  

10.  Alberta Health 
Services 

March 
2016 

1) Searched under Health Information – Patient 
Care Handouts – “patient safety” (n=1). This 
link takes you to the MyHealth.Alberta.ca site 
which includes a library on a variety of health 
topics. 
2) Searched under Information for Patient & 
Families – Safety Expectations – Expectations 
& Responsibilities for our Health Care 
Workforce, Patients & Families (2015).   
3) Searched under Information for Patient & 
Families – Feedback – Patient Experience – 
Patient Engagement – Patient Safety Resources 
(n=1).    
4) “patient beliefs on role in safety” (n=67).   

Results found. • Healthwise Staff.  (current as of 2015).  “Safe 
Hospital Stay: Care Instructions”.  Healthwise, 
Incorporated.  

• Within MyHealth.Alberta.ca site:  Healthwise 
Staff.  (current as of November 2015).  
“Navigating your Hospital Stay” which includes 
topics on: “Monitoring Your Medicines in the 
Hospital”; Preventing Falls in the Hospital”; 
“Working with More than One Doctor”.  
Healthwise, Incorporated. 

• Alberta Health Services.  (2015). “Expectations 
& Responsibilities for our Health Care 
Workforce, Patients & Families”.  Author:  AB. 

• Alberta Health Services.  (Revised 2016).  
“Safer Together – A Safety Guide for Patients, 
their Family & Friends”.  Author: AB. 

• Davachi, S., & Wuitschik, L. for Alberta Health 

https://d10k7k7mywg42z.cloudfront.net/assets/53b6c9b6d6af685a41000193/
https://d10k7k7mywg42z.cloudfront.net/assets/53b6c9b6d6af685a41000193/
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Services.  (2013). “Cultural Safety Visioning & 
Planning Day – Summary Report”. 

11.  Saskatchewan 
Health Quality 
Council (HQC) 
 

March 
2016 

1) Searched under Improving Quality of 
Health Care – Patient- & Family-Centered 
Care (philosophy statement) (n=0).   

2) “safety” (n=46). 
3) Searched on main page under Putting 

Patients First: Recent Highlights in Our 
Province (n=1).  

Results found. • Safety Alert/Stop The Line. 
“Provincial initiative …encompasses processes, 
policies, policies & behaviour expectations that 
support patients, staff & physicians to be safety 
inspectors, to identify & fix potential harmful 
mistakes in the moment or to stop the line & call 
for additional help to restore safety”.   
http://hqc.sk.ca/improve-health-care-
quality/safety-alert-stop-the-line/ 

• News – Winter 2016 – Putting Patients First.  
Inaugural patient and family-centred care 
newsletter. 

12.  Quebec Health 
and Welfare 
Commissioner 

March 
2016 

1) “safety” (n=1).  Limited search capability as 
much information is in French language. 

No relevant 
results.   

 

13.  New Brunswick 
Health Council 
 

March 
2016 

Cite includes considerable information on 
survey results, report cards, and population 
health data. 
1) “beliefs” (n=43). 
2) “error” (n=94). 

No relevant 
results. 

 
 

National 
14.  Patients Canada  

(formerly the 
Patients’ 
Association of 
Canada) 
 
 

March 
2016 

This is a “patient-led organization that fosters collaboration 
among patients, family caregivers & the healthcare 
community” (founded in 2011).  There is much information 
on how patients can learn about & become engaged to 
influence the health system, particularly at a policy level, 
and how to connect with other patient groups/events, as 
well as health safety educations (e.g. medications).         
1) Tab on article about Family Presence 
Policies: Because families are more than 
visitors, they are partners in care” (2015). 
2) “patient beliefs on role in safety” (n=3). 
3) Tab on Learning Center – About Patient 
Partnerships (n=11).    
 

Results found.  • Patient Destiny in collaboration with Toronto 
Central LHIN.  (2011).  Meeting with Patients: 
Their Experiences and Perspectives.   Author: 
Toronto, ON. 

 

http://hqc.sk.ca/improve-health-care-quality/safety-alert-stop-the-line/
http://hqc.sk.ca/improve-health-care-quality/safety-alert-stop-the-line/
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15.  Canadian 
Association for 
Person-Centred 
Health 
   
 

March 
2016 

“The Canadian Association for People-Centred Health is a 
not-for-profit, non-partisan, national grassroots organization 
committed to researching, designing and 
implementing reforms which can help the Canadian health 
system become more responsive to the needs of 
Canadians.” “One of CAPCH’s four key programs focuses 
on establishing consistent national people-centred 
healthcare standards. We admire the Accreditation Canada 
team for all their work: they set the bar on enabling quality 
care for those who rely on healthcare. At the same time, as 
CAPCH started developing collaboratives among health 
care providers, industries and academics, we also began 
receiving requests from most of them for a program that 
might result in a “People-Centred Seal of Approval”. At 
CAPCH it is now our goal, in consultation with 
Accreditation Canada experts, to develop an assessment 
process in the form of a type of accreditation program 
which will ultimately assist these individuals, providers, 
industries and organizations – including medical 
schools and healthcare training centres – to be formally 
acknowledged as people-centred practitioners backed by 
people-centred philosophies.”   
1) “safety” (n=1). 
2) “patient beliefs on role in safety” (n=0). 

No relevant 
results.  
 
 
 
 
 
 
 

 

16.  Accreditation 
Canada 
 

March 
2016 

1) “patient beliefs on role in safety” (n=6).  
2) Searched under Publications & Reports, 
Knowledge Sharing, ROP Handbooks (n=2). 

Results found. • Required Organizational Practice (ROP) 
Handbooks 2016 & 2017. 

17.  Health Council of 
Canada – website 
exists but council 
no longer 
operating. 

March 
2016 

1) “patient beliefs on role in safety” (n=0). No relevant 
results.  

 

18.  HealthCareCAN – 
formed from the 
merger of the 
Association of 
Canadian 
Academic 
Healthcare 
Organizations & 

March 
2016 

“HealthCareCAN is the national voice of 
healthcare organizations and hospitals across 
Canada.” 
1) “patient beliefs on role in safety” (n=0). 
2) “patient safety” (n=61).  

No relevant 
results. 
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the Canadian 
Healthcare 
Association in 
2014. 

19.  Canadian 
Foundation for 
Healthcare 
Improvement 
(CFHI) 
(previously 
Canadian Health 
Services Research 
Foundation).  (A 
not-for-profit 
organization 
funded by Health 
Canada)  
 
 

March 
2016 

1) Searched under What We Do – “Better 
Together – Partnering with Families”.  This is a 
North American campaign launched by IPFCC.  
It is advocating that “families are more than 
visitors, they’re partners in care”.  The 
campaign is “encouraging hospitals to review 
their visiting policies with a view to adopting 
family presence policies. Family presence 
enables patients to designate family members 
and loved ones who can stay by their side 24 
hours a day, seven days a week.”      
2) Searched under What We Do – Patient and 
Family Engagement. Six headings:  

a) Partnering with Patients & Families for 
Quality Improvement: A new CFHI 
Collaborative. 
b) Read about our 17 Patient Engagement 
Projects (PEP).   
c) Resource Hub (118 items). 
d) Webinar Series. 
e) Ingredients to successful patient engagement 
(6 topics). 
f) See first-hand how patient engagement can 
lead to improvement. 
g) What if patient engagement were more 
pervasive? 
h) Learn the truth about some common 
misconceptions.  

3) Searched under What We Do – Partnering 
with Patients and Families Collaborative – 
Resources – 4 topics provided.  “CFHI is 
supporting 22 teams from healthcare 
organizations across Canada to partner with 

Results found. • CFHI.  “Three Levels of Patient Engagement”.  
(2014).  Author: Ottawa, ON. 

• Brown, J., Lapsley, S., Livingston, J., Martin, 
V., & Urowitz, S.  (2012).  Ingredients for 
Successful Patient Engagement:  The Power of 
Relationships.  CFHI:  Ottawa, ON. 

• * A multidimensional framework for patient 
and family engagement in health and health 
care – an excerpt from: Carman, K.L., 
Dardess, P., Maurer, M., Sofaer, S., Adams, 
K., Bechtel, C., & Sweeney, J.  (2013).  Patient 
and family engagement: A framework for 
understanding the elements and developing 
interventions and policies.  Health Affairs, 
32(2), 223-231.  

• *Carman, K.L., Dardess, P., Maurer, M.E., 
Workman, T., Ganachari, D., Pathak-Sen, E.  
(2014). A Roadmap for Patient and Family 
Engagement in Healthcare Practice and 
Research. (Prepared by the American Institutes 
for Research under a grant from the Gordon 
and Betty Moore Foundation, Dominick 
Frosch, Project Officer and Fellow; Susan 
Baade, Program Officer), Gordon and Betty 
Moore Foundation: Palo Alto, CA. 

• *Agency for Healthcare Research and Quality. 
(2013).  Guide to Patient and Family 
Engagement in Hospital Quality and Safety.  
Agency for Healthcare Research and Quality: 
Rockville, MD. 
http://www.ahrq.gov/professionals/systems/hos

http://www.ahrq.gov/professionals/systems/hospital/engagingfamilies/index.html
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patients and families on quality improvement 
initiatives” (July 2014 – December 2015).  
4) “patient beliefs on role in safety” (n=15). 

pital/engagingfamilies/index.html. 
 

 
20.  Health Canada  

 
March 
2016 

1) “patient beliefs on role in safety” (top 50 
reviewed). 
2) “patient engagement in safety” (tope 50 
reviewed). 
3) Health Canada – Healthy Living – It’s Your 
Health – Medical Information – Alphabetical 
listing reviewed.   

No relevant 
results. 

 

21.  Canadian 
Institutes of 
Health Research 
(CIHR) 

March 
2016 

1) “patient beliefs on role in safety” (n=30). 
2) “patient safety” (top 50 reviewed).   

No relevant 
results.  

 

22.  Canadian Patient 
Safety Institute 
(CPSI) 
including Patients 
for Patient Safety 
Canada (PPSC)  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

March 
2016 

CPSI is a federally-funded not for profit 
organization.  Their four priority areas of 
patient safety are: medication safety, surgical 
safety, infection control & prevention, & home 
care safety.    
1) “patient beliefs on role in safety” (n=66). 
2) Searched CPSI – Events – CPSW - Tools & 
Resources - Resources (n= 2 – booklets for 
pts/families). 
3) Searched CPSI – Events – Canada’s Virtual 
Forum on Patient Safety and Quality 
Improvement – Archives (2015, 2014, 2013).  
4) Patients for Patient Safety Canada (PPSC) is 
a patient-led program of CPSI.  Searched under 
CPSI, Home, Programs, Patients for Patient 
Safety Canada, Patient & Family Resources 
(n=22). 
a) Five Questions to Ask about your Medications.  
b) How can we make the partnership with patients/families 
more impactful?  
c) November is Fall Prevention Month.  
d) Patient Concern Resolution Process.  
e) Tips for partnering with patients families on committees.  

Results found. • Patients for Patient Safety Canada, Canadian 
Patient Safety Institute, World Health 
Organization. (2015).  Tips for Patient/Family 
Engagement with Health Authorities to 
Improve Patient Safety and Quality of Care – 
Webinar. 

• Patients for Patient Safety Canada, Canadian 
Patient Safety Institute, World Health 
Organization. (2016).  Does Patient 
Engagement in Patient Safety and Quality 
Committees Advance Safe Care or Is It a 
Myth? – Webinar.        

• Patients for Patient Safety Canada.  (2011). 
“Making Your Surgery Safer – What You Need 
to Know” - pamphlet.       

• Canadian Patient Safety Institute.  (2015). 
“Tips for Patients and Families” - pamphlet.  

• Canadian Patient Safety Institute.  (2012). 
“How to Help Prevent Healthcare-Associated 
Infections:  A Patient and Family Guide”.    

• Canadian Patient Safety Institute.  (2010). 

http://www.ahrq.gov/professionals/systems/hospital/engagingfamilies/index.html
http://www.patientsafetyinstitute.ca/en/toolsResources/5-Questions-to-Ask-about-your-Medications
http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/How-can-we-make-the-partnership-with-patients-families-more-impactful.aspx
http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/How-can-we-make-the-partnership-with-patients-families-more-impactful.aspx
http://www.patientsafetyinstitute.ca/en/NewsAlerts/News/Pages/November-is-Fall-Prevention-Month.aspx
http://www.patientsafetyinstitute.ca/en/toolsResources/patientsAndTheirFamilies
http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/Tips-for-partnering-with-patients-families-on-committees.aspx
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f) Patient and Family Resource: External Resources (n=4). 
g) Hand Hygiene: Working with Patients and Families 
(n=6). 
h) Learning from the best: A webinar with the Patient 
Safety Champion Awards Finalists.  
i) Tips for patient family engagement with health 
authorities to improve patient safety and quality of care.  
j) How to care for yourself when representing the patient 
voice.  
k) Does patient engagement in patient safety and quality 
committees advance safe care or is it a myth?  
l) Patient and Family Resource: Disclosure Principles.  
m) Providence Health Care recognized for work in patient 
and family-centred care.  
n) Keith Taylor is making a difference in patient and 
family-centred care.  
o) Patient and Family: Useful Links (n=4). 
p) Patient and Family Resource: Tips on ways to share 
your story.  
q) New Campaign Promotes Family Presence.  
r) Patient and Family Resource: Surgical Safety.  
s) Family leadership at Holland Bloorview.  
t) Thunder Bay Regional Health Sciences Centre: a model 
for patient and family-centred care.  
u) Price family receives 2015 Patient Safety Champion 
Individual Award.  
v) Kari Bulger: A trailblazer in patient and family 
involvement.    

“Canada’s Hand Hygiene Challenge - How to 
Speak to Healthcare Workers About Hand 
Hygiene”. 

• Canadian Patient Safety Institute.  (2010). 
“Canada’s Hand Hygiene Challenge - 
Frequently Asked Questions”. 

• Canadian Patient Safety Institute.  (2010). 
“Canada’s Hand Hygiene Challenge – What is 
MRSA?”. 

• Canadian Patient Safety Institute.  (2010). 
“Canada’s Hand Hygiene Challenge – What is 
Clostridium Difficile?”   

• *World Health Organization. (2016). “Clean 
Care is Safer Care:  Patients have a voice 
too!”    
http://www.who.int/gpsc/5may/5may2013_pati
ent-participation/en/ 

• Patients for Patient Safety Canada.  (2015). 
“How Can We Make The Partnership With 
Patients/Families More Impactful?” (webinar).    
http://www.patientsafetyinstitute.ca/en/toolsRe
sources/Pages/How-can-we-make-the-
partnership-with-patients-families-more-
impactful.aspx 

• Canadian Patient Safety Institute; Patients for 
Patient Safety Canada; Institute for Safety 
Medication Practices Canada; Canadian 
Pharmacists Association; Canadian Society for 
Hospital Pharmacist; SafeMedicationUse.ca. 
(2016). “5 Questions To Ask About Your 
Medications When You See Your Doctor, 
Nurse, or Pharmacist”.  

 
 
 

http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/PatientFamilyLinks.aspx
http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/Patients-Their-Families.aspx
http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/Patients-Their-Families.aspx
http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/Learning-from-the-best-A-webinar-with-the-Patient-Safety-Champion-Awards-Finalists.aspx
http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/Learning-from-the-best-A-webinar-with-the-Patient-Safety-Champion-Awards-Finalists.aspx
http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/Tips-for-patient-family-engagement-with-health-authorities-to-improve-patient-safety-and-quality-of-care.aspx
http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/Tips-for-patient-family-engagement-with-health-authorities-to-improve-patient-safety-and-quality-of-care.aspx
http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/How-to-care-for-yourself-when-representing-the-patient-voice.aspx
http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/How-to-care-for-yourself-when-representing-the-patient-voice.aspx
http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/PFPSC-Patient-engagement-in-safety-committees.aspx
http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/PFPSC-Patient-engagement-in-safety-committees.aspx
http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/Disclosure-Principles.aspx
http://www.patientsafetyinstitute.ca/en/NewsAlerts/News/Pages/Providence-Health-Care-recognized-for-work-in-patient-and-family-centred-care.aspx
http://www.patientsafetyinstitute.ca/en/NewsAlerts/News/Pages/Providence-Health-Care-recognized-for-work-in-patient-and-family-centred-care.aspx
http://www.patientsafetyinstitute.ca/en/NewsAlerts/News/Pages/Keith-Taylor-is-making-a-difference-in-patient-and-family-centred-care.aspx
http://www.patientsafetyinstitute.ca/en/NewsAlerts/News/Pages/Keith-Taylor-is-making-a-difference-in-patient-and-family-centred-care.aspx
http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/Patient-Family-Useful-Links.aspx
http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/Tips-on-ways-to-share-your-story.aspx
http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/Tips-on-ways-to-share-your-story.aspx
http://www.patientsafetyinstitute.ca/en/NewsAlerts/News/Pages/New-Campaign-Promotes-Family-Presence.aspx
http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/Surgical-Safety.aspx
http://www.patientsafetyinstitute.ca/en/NewsAlerts/News/Pages/Family-leadership-at-Holland-Bloorview.aspx
http://www.patientsafetyinstitute.ca/en/NewsAlerts/News/Pages/Thunder-Bay-Regional-Health-Sciences-Centre-a-model-for-patient-and-family-centred-care.aspx
http://www.patientsafetyinstitute.ca/en/NewsAlerts/News/Pages/Thunder-Bay-Regional-Health-Sciences-Centre-a-model-for-patient-and-family-centred-care.aspx
http://www.patientsafetyinstitute.ca/en/NewsAlerts/News/Pages/Price-family-receives-2015-Patient-Safety-Champion-Individual-Award.aspx
http://www.patientsafetyinstitute.ca/en/NewsAlerts/News/Pages/Price-family-receives-2015-Patient-Safety-Champion-Individual-Award.aspx
http://www.patientsafetyinstitute.ca/en/NewsAlerts/News/Pages/Kari-Bulger-A-trailblazer-in-patient-and-family-involvement.aspx
http://www.patientsafetyinstitute.ca/en/NewsAlerts/News/Pages/Kari-Bulger-A-trailblazer-in-patient-and-family-involvement.aspx
http://www.who.int/gpsc/5may/5may2013_patient-participation/en/
http://www.who.int/gpsc/5may/5may2013_patient-participation/en/
http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/How-can-we-make-the-partnership-with-patients-families-more-impactful.aspx
http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/How-can-we-make-the-partnership-with-patients-families-more-impactful.aspx
http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/How-can-we-make-the-partnership-with-patients-families-more-impactful.aspx
http://www.patientsafetyinstitute.ca/en/toolsResources/Pages/How-can-we-make-the-partnership-with-patients-families-more-impactful.aspx
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23.  Canadian Institute 
for Health 
Information 
(CIHI) 
 
 

March 
2016 

1) “patient beliefs on role in safety” (n=29). 
2) Searched under Health System Performance 
– Quality of Care & Outcomes – Patient Safety. 
3) Searched under Health Performance – 
Quality of Care & Outcomes – Patient 
Experience.   

Results found. • Canadian Institute for Health Information 
(CIHI).  (2004). Health Care in Canada 2004.  
Ottawa, ON: CIHI. 

• Health Canada, the Canadian Institute for 
Health Information, the Institute for Safe 
Medication Practices Canada, & the Canadian 
Patient Safety Institute. (2011). The Canadian 
Medication Incident Reporting and Prevention 
System.   

24.  Institute for Safe 
Medication 
Practices Canada 
(& main site in 
US)  
 

March 
2016 

US main site (Philadelphia) 
1) “patient engagement” (n=15). 
2) “patient beliefs on role in safety” (n=74). 
Canada site 
1) CMIRPS –  Canadian Medication Incident 
Reporting and Prevention System (CMIRPS) - a 
partnership with Health Canada, the Canadian 
Institute for Health Information, & CPSI.  
     a) Includes site for reporting medication incidents 

for General Public -   Reporting & Prevention 
Systems – SafeMedicationUse.  
SafeMedicationUse has a reporting mechanism 
for consumer medication errors and various 
brochures/videos on medication safety.   

2) “patient beliefs on role in safety” (n=119). 

Results found. • US & Canadian site:  Institute for Safe 
Medication Practices. (2006). “Acute Care 
ISMP Medication Safety Alert! - What Does 
Your Patient Safety Brochure Really Say About 
Safety?” 

• Canadian site:  Koczmara, C. (2004).  
“Importance of Patient and/or Family 
Involvement in Patient Safety”. Hospital News. 

• SafeMedicationUse:  Numerous medication 
safety brochures including:  
• Canadian Patient Safety Institute; 

Patients for Patient Safety Canada; 
Institute for Safety Medication Practices 
Canada; Canadian Pharmacists 
Association; Canadian Society for 
Hospital Pharmacist; 
SafeMedicationUse.ca. (2016). “5 
Questions To Ask About Your 
Medications When You See Your Doctor, 
Nurse, or Pharmacist”.  

• Institute for Safety Medication Practices 
Canada & SafeMedicationUse.ca. 
(2015).  SafeMedicationUse.ca 
Newsletter: Make Sure You are Heard by 
Your Healthcare Providers. 6(10), 1-2.  

• Institute for Safety Medication Practices 

http://www.cmirps-scdpim.ca/
http://www.cmirps-scdpim.ca/
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Canada & SafeMedicationUse.ca. 
(2015).  SafeMedicationUse.ca 
Newsletter:  Tips to Prevent Medication 
Errors with Your Blister Pack. 6(8), 1-2. 

• SafeMedicationUse.ca. (2011).  “Help 
Prevent Medication Errors”.  Institute 
for Safe Medication Practices Canada 
and Health Canada.       

 
International 
25.  World Health 

Organization 
(WHO).  Note: 
the WHO 
established the 
World Alliance 
for Patient Safety 
which was 
renamed WHO 
Patient Safety in 
2009.     
  
 
 
 
 
 

March 
2016 

1) Searched under Programmes & projects – 
Patient Safety – Patient Engagement – which 
leads to Patients for Patient Safety which 
includes: a) Patient’s Communication Tool for 
Surgical Safety; b) Patients have a Voice too! 
(& include tips for patients to participate in 
hand hygiene improvement (2013) & Guidance 
on Engaging Patients & Patient Organizations 
in Hand Hygiene Initiatives (2009).   
2) Searched under Patients for Patient Safety – 
Toolbox: a) Patients for Patient Safety: 
Partnerships for Safe Health Care (2013); b) 
AskMe3: Good Questions for Your Health 
authored by National Patient Safety Foundation 
(US).  
3) Searched under Patients for Patient Safety – 
Feature Projects (n=8).  
4) “patient beliefs on role in safety” (first 50 
reviewed). 

Results found.  • World Health Organization.  (2015).  “What 
You Need to Know Before and After Your  
Surgery”.  Geneva, Switzerland: Author. 

• World Health Organization. (2016). “Clean 
Care is Safer Care:  Patients have a voice 
too!”    
http://www.who.int/gpsc/5may/5may2013_pati
ent-participation/en/ 

• World Health Organization.  (2009). 
“Guidance on Engaging Patients and Patient 
Organizations in Hand Hygiene Initiatives”. 
Geneva, Switzerland: Author. 

• World Health Organization.  (2013).  “Hand 
Hygiene Promotion in Health Care: Tips for 
Patients”.  Geneva, Switzerland: Author. 

• World Health Organization. (2013).  “Patients 
for Patient Safety – Partnerships for Safer 
Health Care”.  Geneva, Switzerland: World 
Health Organization.  

• Service Delivery and Safety Department, 
World Health Organization and The Gordon 
and Betty Moore Foundation.  (2014).  
“Global Expert Consultation on the WHO 
Framework on Patient and Family 
Engagement – Meeting Report”.  Geneva, 

http://www.who.int/gpsc/5may/5may2013_patient-participation/en/
http://www.who.int/gpsc/5may/5may2013_patient-participation/en/
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Switzerland: World Health Organization.  
• Relevant articles referenced:   

*a) Patient empowerment and multimodal 
hand hygiene promotion: A win-win strategy. 
McGuckin M, Storr J, Longtin Y, Allegranzi 
B, Pittet D. American Journal of Medical 
Quality 2011; 26(1): 10-17.  
*b) Patient participation: Current knowledge 
and applicability to patient safety. Longtin Y, 
Sax H, Leape LL, Sheridan SE, Donaldson L, 
Pittet D. Mayo Clinic Proceedings 2010; 
85(1):53-62.  
*c) Patients’ beliefs and perceptions of their 
participation to increase healthcare worker 
compliance with hand hygiene. Yves Longtin, 
Hugo Sax, Benedetta Allegranzi, Stéphane 
Hugonnet, Didier Pittet. Infection Control and 
Hospital Epidemiology 2009; 30(9):830-839.  

26.  World Health 
Organization -  
Europe  
 
 

April 
2016 

1) “patient beliefs on role in safety” 
(first 50 reviewed). 

Results found.  • World Health Organization – Regional Office 
for Europe.  (2011). “Patient Engagement in 
Reducing Safety Risks in Health Care – Report 
of the Meeting on Patient Safety and Rights”. 
Copenhagen, Denmark: Author.    

• World Health Organization – Regional Office 
for Europe.  (2013). “Exploring patient 
participation in reducing health-care-related 
safety risks”.  pp. 1-190.  Copenhagen, 
Denmark: Author.   

o Relevant finding from references:  
Watt, I., on behalf of the Patient 
Involvement in Patient Safety Research 
Group:  Birks, Y., Entwistle, V., Gilbody, 
S., Hall, J., Mansell, P., …Wright, J.  
(2009).  A review of strategies to promote 
patient involvement, a study to explore 
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patient’s views and attitudes and a pilot 
study to evaluate the acceptability of 
selected patient involvement strategies.  
Patient Safety Research Programme 
PS/034, University of York.  pp. 1-766. 
http://www.birmingham.ac.uk/Documents/
college-
mds/haps/projects/cfhep/psrp/finalreports/
PS034-Finalreport2009.pdf 

27.  International 
Society for 
Quality in Health 
Care (ISQua) 
(based in Dublin)  

March 
2016 

“A global organisation and our origins date 
back to 1984.  ISQua’s mission is to: to inspire 
and drive improvement in the quality and safety 
of healthcare worldwide through education and 
knowledge sharing, external evaluation, 
supporting health systems and connecting 
people through global networks.” 

1) Searched Special Interest Groups – 
Partnerships with Patients: a) Patient Advisory 
Committee; b) Patient Advisory Forum.  Patient 
voice represented on these committees.   
2) “patient beliefs on role in safety” (n=38). 

No relevant 
results found. 

 

28.  International 
Alliance of 
Patients’ 
Organizations 
(IAPO) 

March 
2016 

“Our membership is a growing network of 
patients' organizations working at local, 
national, regional, and international level to 
represent and support patients, their families 
and carers. They cover a wide range of disease 
types and conditions, and work together to 
strengthen the global patient voice.” 
1) Searched under Resources – Policy & 
Advocacy: a) Patient Safety; b) Patient 
Engagement in Hospitals.    
2) “patient safety” (n=55). 
 

Results found. • International Alliance of Patients’ 
Organizations.  (2008). “Addressing Global 
Patient Safety Issues – An Advocacy Toolkit for 
Patients’ Organizations”.  London, United 
Kingdom: Author.  Includes insert on “Patient 
Safety Frequently Questions and Checklists”. 

• Leuthold, M.  (2014).  Patients as partners for 
improving safety.  World Hospitals and Health 
Services:  The Official Journal of the 
International Hospital Federation, 50(3), 20-
22. 

• Hasham, S., Shah, S.M., Habib, S., Merchant, 
R.J., & Alwani, N.  (2014).  The role of 

http://www.birmingham.ac.uk/Documents/college-mds/haps/projects/cfhep/psrp/finalreports/PS034-Finalreport2009.pdf
http://www.birmingham.ac.uk/Documents/college-mds/haps/projects/cfhep/psrp/finalreports/PS034-Finalreport2009.pdf
http://www.birmingham.ac.uk/Documents/college-mds/haps/projects/cfhep/psrp/finalreports/PS034-Finalreport2009.pdf
http://www.birmingham.ac.uk/Documents/college-mds/haps/projects/cfhep/psrp/finalreports/PS034-Finalreport2009.pdf
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patients: Perspectives from a large, not-for-
profit, tertiary care teaching hospital in the 
developing world.  World Hospitals and 
Health Services:  The Official Journal of the 
International Hospital Federation, 50(3), 23-
25. 

29.  Partnership for 
Patient Safety 
(p4ps) (US) 

March 
2016 

“Partnership for Patient Safety is a patient-
centered initiative to advance the reliability of 
healthcare systems worldwide.” Martin Hatlie, 
President. 
1) Searched under Resources and site suggests 
looking at “AHRQ” or “Consumers Advancing 
Patient Safety” for resources. 
2) No main search option. 

No relevant 
results found.  

 

30.  National Patient 
Safety Foundation 
(NPSF) (US) – 
including the 
Lucian Leape 
Institute (LLI)   
 
 
 
 
 
 
 

March 
2016 

1) Searched under About - History & Timeline. 
2) Searched under Education & Resources – 
For Patients & Families. 
3) Searched under Education & Resources – 
Reports & White Papers. 
4) Searched under LLI – LLI Publications.    
5) No main search option. 
 

Results found. • National Patient Safety Foundation’s Lucian 
Leape Institute.  (2014). “Safety is Personal: 
Partnering with Patients and Families for the 
Safest Care” (2014).  Boston, MA:  National 
Patient Safety Foundation.   

• Edgman-Levitan, S., & Gandhi, T.  (2014).  
Empowering patients as partners in health care.  
Health Affairs Blog. 
http://healthaffairs.org/blog/2014/07/24/empo
wering-patients-as-partners-in-health-care/ 

• National Patient Safety Foundation’s Patient 
and Family Advisory Council.  (2003-2008). 
National Agenda for Action: Patients and 
Families in Patient Safety.  Boston, MA:  
National Patient Safety Foundation.   

• National Patient Safety Foundation.  (2015). 
Free From Harm – Accelerating Patient Safety 
Improvement Fifteen Years After ‘To Err is 
Human’.  Boston, MA:  National Patient Safety 
Foundation.   

• NPSF website:  “The National Patient Safety 

http://healthaffairs.org/blog/2014/07/24/empowering-patients-as-partners-in-health-care/
http://healthaffairs.org/blog/2014/07/24/empowering-patients-as-partners-in-health-care/
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Foundation provides an array of educational 
opportunities and resources for patients and 
families.”  Notable brochures include:  
o “Ask Me 3: Good Questions for Your 

Good Health”.  
http://www.npsf.org/?page=askme3 

o “Important Patient Safety Issues: What 
You Can Do”. 
http://www.npsf.org/?page=safetyissuespat
fam 

31.  Agency for 
Healthcare 
Research & 
Quality (AHRQ); 
& AHRQ Patient 
Safety Network 
(US)   
 
 

March 
2016 

1) Searched under Health Care Information – 
Patient Safety – Patient Safety (n=121).  
2) Searched under For Patients & Consumers. 
3) Searched under For Professionals. 
4) “patient beliefs on role in safety” (top 50 
reviewed). 
5) Searched under Health Information – Patient 
Safety (n=121 topics); Patient Experience (n=5 
topics); Patient Safety Network (PSNet) & 
including Patient Safety Primers.   
(AHRQ Patient Safety Network is “a national 
Web-based resource featuring the latest news 
and essential resources on patient safety”.   
   

Results found. 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

• Agency for Healthcare Research and Quality. 
(2013).  Guide to Patient and Family 
Engagement in Hospital Quality and Safety.  
Agency for Healthcare Research and Quality: 
Rockville, MD. 
http://www.ahrq.gov/professionals/systems/hos
pital/engagingfamilies/index.html. 

• Agency for Healthcare Research and Quality. 
(In development – 38-month project initiated 
September 2015).  Guide to Improving Patient 
Safety in Primary Care Settings by Engaging 
Patients and Families.  Agency for Healthcare 
Research and Quality: Rockville, MD. 

• Powell, S.M., & Stone, R.D.  (2015).  The 
Patient Survival Handbook:  Avoid Being The 
Next Victim of Medical Error.  Peachtree City, 
GA: Synesis.  

• Patient Safety Network.  (2015).  Patient Safety 
Primer:  The Role of the Patient in Safety.  
Rockville, MD: AHRQ.  
https://psnet.ahrq.gov/primers/primer/17/the-
role-of-the-patient-in-safety 

• Weingart, S.N.  (2013).  Perspectives on 
Safety:  Patient Engagement and Patient 
Safety.   Rockville, MD: AHRQ Patient Safety 

http://www.npsf.org/?page=askme3
http://www.npsf.org/?page=safetyissuespatfam
http://www.npsf.org/?page=safetyissuespatfam
http://www.ahrq.gov/professionals/systems/hospital/engagingfamilies/index.html
http://www.ahrq.gov/professionals/systems/hospital/engagingfamilies/index.html
https://psnet.ahrq.gov/primers/primer/17/the-role-of-the-patient-in-safety
https://psnet.ahrq.gov/primers/primer/17/the-role-of-the-patient-in-safety
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Network.  
https://psnet.ahrq.gov/perspectives/perspective/
136/patient-engagement-and-patient-safety 

• Buetow, S., Davis, R., Callaghan, K., & 
Dovey, S.  (2013).  What attributes of patients 
affect their involvement in safety? A key 
opinion leaders' perspective.  BMJ Open, 3, 
e003104.  doi: 10.1136/bmjopen-2013-003104 

• AHRQ - numerous Patients & Consumers tips 
including: 

o AHRQ.  (2011). Be More Involved in 
Your Health Care: Tips for Patients. 
Rockville, MD: Author. 
http://www.ahrq.gov/sites/default/files
/publications/files/beinvolved.pdf 

o AHRQ.  (2012). Questions to Ask 
Your Doctor. Rockville, MD: Author.  
http://www.ahrq.gov/patients-
consumers/patient-involvement/ask-
your-doctor/index.html 

o Notably, “AHRQ – Planning for Care 
- Preventing Errors” section is now 
archived, which includes: 
 AHRQ.  (2011).   20 Tips to 

Help Prevent Medical Errors.  
Rockville, MD: Author.  

http://archive.ahrq.gov/patien
ts-consumers/care-
planning/errors/20tips/20tips.
pdf 

 AHRQ.  (2007). Five Steps to 
Safer Health Care.  Rockville, 
MD: Author.  
http://archive.ahrq.gov/patients-
consumers/care-
planning/errors/5steps/5steps.pdf 
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32.  The Joint 
Commission 
 

March 
2016 

1) Searched under Topics – Patient Safety. 
2) “patient beliefs on role in safety” (first 50 
reviewed). 
 
 
 
 
 

Results found. • “In March 2002, The Joint Commission 
launched its Speak UpTM Patient Safety 
Program”.  
http://www.jointcommission.org/speakup.aspx 
Includes materials such as the following 
brochure to encourage patient involvement. 
 The Joint Commission.  (2010).  Speak 

UpTM:  Help Prevent Errors in Your 
Care”. Oakbrook Terrace, IL:  Author.  
http://www.jointcommission.org/assets/1/
6/speakup.pdf  

• Roizen, M., & Oz, M., with The Joint 
Commission.  (2006).  You: The Smart Patient 
– An Insider’s Handbook for Getting the Best 
Treatment.  New York, NY: Free Press.  

• The Joint Commission.  (2015).  Patient Safety 
Systems Chapter – Comprehensive 
Accreditation Manual for Hospitals. 
Oakbrook Terrace, IL:  Author.   
http://www.jointcommission.org/patient_safety
_systems_chapter_for_the_hospital_program/ 

33.  Institute for 
Healthcare 
Improvement 
(IHI) (US) 
 
 

March 
2016 

Donald Berwick (President Emeritus) & Derek 
Feely current President. 
1) Searched under Topics – Patient Safety. 
2) Searched under Topics – Person- and 
Family-Centered Care.   
3) “patient beliefs on role in safety” (n=61). 

Results found. • Gandhi, T., Edgman-Levitan, S., Bisognano, 
M., & Kenney, L.  (2014). WIHI: Partnering 
with Patients for Safety: The Next Phase of 
Work and Commitment.   
http://www.ihi.org/resources/Pages/AudioandV
ideo/WIHIPartneringWithPatientsForSafety.as
px 

• Johnson, B., Abraham, M., Conway, J., 
Simmons, L., Edgman-Levitan, S., Sodomka, 
P.,…Ford, D.  (2008).  Partnering with 
Patients and Families to Design a Patient- and 
Family-Centered Health Care System:   
Recommendations and Promising Practices. 
Bethesda, MD:  Institute for Patient- and 

http://www.jointcommission.org/speakup.aspx
http://www.jointcommission.org/patient_safety_systems_chapter_for_the_hospital_program/
http://www.jointcommission.org/patient_safety_systems_chapter_for_the_hospital_program/
http://www.ihi.org/resources/Pages/AudioandVideo/WIHIPartneringWithPatientsForSafety.aspx
http://www.ihi.org/resources/Pages/AudioandVideo/WIHIPartneringWithPatientsForSafety.aspx
http://www.ihi.org/resources/Pages/AudioandVideo/WIHIPartneringWithPatientsForSafety.aspx
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Family-Centered Care.  
34.  American 

Institutes for 
Research (US) 

March 
2016 

1) Searched under Our Topics – Patient & 
Family Engagement (under the direction of K. 
Carman & M. Maurer).  
2) “patient beliefs on role in safety” (viewed 
first 50). 

Results found. 
 
 
 

• Maurer, M., Dardess, P., Carman, K., Frazier, 
K., & Smeeding, L.  (2012).  Guide to Patient 
and Family Engagement: Environmental Scan 
Report.  Rockville, MD: Agency for 
Healthcare Research and Quality.  

• Carman, K., Dardess, P., Maurer, M., Sofaer, 
S., Adams, K., Bechtel, C., & Sweeney, J.  
(2013).  Patient And Family Engagement: A 
Framework for Understanding the Elements 
and Developing Interventions and Policies.  
Health Affairs, 32(2), 223-231. 

• Carman, K.L., Dardess, P., Maurer, M.E., 
Workman, T., Ganachari, D., Pathak-Sen, E.  
(2014). A Roadmap for Patient and Family 
Engagement in Healthcare Practice and 
Research. (Prepared by the American Institutes 
for Research under a grant from the Gordon 
and Betty Moore Foundation, Dominick 
Frosch, Project Officer and Fellow; Susan 
Baade, Program Officer), Gordon and Betty 
Moore Foundation: Palo Alto, CA. 

• American Institutes for Research.  Centre for 
Patient and Consumer Engagement – Virtual 
Community.  
http://www.air.org/project/center-patient-and-
consumer-engagement 

35.  Consumers 
Advancing Patient 
Safety (US) 

March 
2016 

“Consumers Advancing Patient Safety (CAPS) 
is a consumer-led nonprofit organization 
formed to be a collective voice for individuals, 
families and healers who wish to prevent harm 
in healthcare encounters through partnership 
and collaboration.” 
1) Searched under Tools & Resources – CAPS 
Resources. 

Results found. 
 
 
 

• Consumers Advancing Patient Safety (CAPS).  
(2009). CAPS Toolkit – Taking Charge of Your 
Healthcare: Your Path to Being an Empowered 
Patient.   Chicago, IL:  Author.   
http://www.patientsafety.org/take-charge.html 

• Consumers Advancing Patient Safety.  (2008). 
Add Patients, Change Everything.  Chicago, 
IL: Author.  http://www.patientsafety.org/add-

http://www.patientsafety.org/take-charge.html
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2) No main search option. patients.html 
36.  The 

Commonwealth 
Fund (US) 

March 
2016 

1) Searched Topics – Healthcare Delivery. 
2) “patient beliefs on role in safety” (n=14). 

No relevant 
results found. 

 

37.  The Beryl 
Institute (US) 
 
 
 

March 
2016 

1) Searched under: Content categories on main 
page – Patient & Family Engagement.  
2) “patient safety” (n=32 results of relevance).  
3) “patient beliefs on role in safety” (14). 

Results found.  
 
 

• Gandhi, T.  (2016). Patient and Family 
Engagement to Improve Patient Safety – Guest 
Blog.  Bedford, TX:  The Beryl Institute. 
http://www.theberylinstitute.org/blogpost/9474
24/241005/Patient-and-Family-Engagement-to-
Improve-Patient-Safety 

38.  Institute for PFCC 
(US) 
 
 
 
 
 
 
 

March 
2016 

1) Searched Topics: Better Together: Partnering 
with Families. 
2) Searched Topics: Patient & Family Resource 
Centers. 
3) Searched Tools for Change – 
Bibliographies/Supporting Evidence - Patient 
Safety.  
4) “patient beliefs on role in safety” (n=71). 

Results found. 
 
 

• Institute for Patient- and Family- Centered 
Care.  (2013).  Revised - Partnering with 
Patients and Families to Enhance Safety and 
Quality: A Mini Toolkit.  Bethesda, MD:  
Author.  

• Johnson, B., Abraham, M., Conway, J., 
Simmons, L., Edgman-Levitan, S., Sodomka, 
P.,…Ford, D.  (2008).  Partnering with 
Patients and Families to Design a Patient- and 
Family-Centered Health Care System:   
Recommendations and Promising Practices. 
Bethesda, MD:  Institute for Patient- and 
Family-Centered Care. 

39.  Institute of 
Medicine (US) 

March 
2016 

1) Searched by Explore by Topic - Quality & 
Patient Safety.  
2) “patient beliefs on role in safety” (n=4). 

No relevant 
results found. 

 

40.  The Australian 
Commission on 
Safety & Quality 
in Health Care 
 
 
 
 

March 
2016 

1) Searched under Consumers. 
2) Searched under Supporting Quality Practice 
– Patient & Consumer Centred Care. 
3) Searched under National Priorities – Safety 
& Quality Goals. 
4) Searched under Publications – “P” & “S”.  
5) “patient beliefs on role in safety” (n=0). 

Results found.  • Australian Commission on Safety and Quality 
in Health Care.  (2010).  Australian Safety & 
Quality Framework for Health Care.  Sydney, 
NSW: Author. 

• Australian Commission on Safety and Quality 
in Health Care.  (2011).  Patient-Centred Care: 
Improving Quality and Safety Through 
Partnerships with Patients and Consumers.  
Sydney, NSW:  Author.  
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• Australian Commission on Safety and Quality 
in Health Care.  (2012). Partnering with 
Consumers - Action Guide.  Darlinghurst, 
NSW: Author. 

• Australian Council for Safety and Quality in 
Health Care.  (2003).  10 Tips for Safer Health 
Care.  Sydney, NSW: Author. 

41.  National Institute 
for Health 
Research (UK) 

March 
2016 

1) “patient safety” (n=81). 
2) “patient beliefs on role in safety” (n=0). 

Results found. • Wright, J.  (01 October 2009 – 31 March 
2015).  Improving Patient Safety Through the 
Involvement of Patients (Study Funding 
Announcement).  London, ENG:  National 
Institute for Health Research.  
http://www.nihr.ac.uk/funding/fundingdetails.h
tm?postid=2103 

• Rhodes, P., Campbell, S., & Sanders, C.  
(2015). Trust, temporality and systems: How 
do patients understand patient safety in primary 
care? A qualitative study.  Health Expectations, 
19, 253-263. 

42.  National Health 
Service (NHS) 
England  
[& includes 
reference to 
previous National 
Patient Safety 
Agency (NPSA)]  

March 
2016 

NPSA site: “Patient Safety was a division of 
the National Patient Safety 
Agency (NPSA). The NPSA was an arm's length 
body of the Department of Health. It was 
established in 2001 with a mandate to identify 
patient safety issues and find appropriate 
solutions and abolished in 2012. The key 
functions of the Patient Safety division were 
transferred into NHS England on 1st June 
2012”. 

NHS England site 
1) Searched Patient Involvement section. 
2) Searched Our Work – Patient Safety: 
     a) Patient Safety Collaboratives; NHS 
Choices; EU Network for Patient Safety & 

Results found. • National Advisory Group on the Safety of 
Patients in England. (2013). A Promise To 
Learn – A Commitment To Act:  Improving the 
Safety of Patients in England.  London, ENG:  
Crown Publishing.  

EU site:   
• CBO Dutch Institute for Healthcare 

Improvement.  (2009).  The role of the client in 
patient safety – a necessity, not a desirability.  
Utrecht, NL:  Author. 

• European Parliament.  (2013).  Patient Safety - 
European Parliament Resolution of 22 October 
2013 on the Report from the Commission to the 
Council on the basis of Member States’ Reports 
on the Implementation of the Council 
Recommendation (2009/C 151/01) on Patient 

http://www.npsa.nhs.uk/
http://www.npsa.nhs.uk/
http://http/www.england.nhs.uk/ourwork/patientsafety/
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Quality of Care (including search of that site 
that looked at Links – EU Documents; & 
“patient beliefs on role in safety” (top 50 
reviewed).  
3) “patient beliefs on role in safety” (top 50 
reviewed).  

Safety, Including the Prevention and Control of 
Healthcare-Associated Infections 
(2013/2022(INI)).  Brussels, BE: European 
Parliament. 
http://www.europarl.europa.eu/sides/getDoc.do
?type=TA&language=EN&reference=P7-TA-
2013-435 

43.  The Health 
Foundation (UK)  

March 
2016 

1) Searched under Browse Content by Theme – 
Patient Safety – “patients beliefs on role in 
safety” (n=0). 
2) Searched under Browse Content by Theme – 
Patient Safety – filtered by “programme”. 
3) Searched under Improvement projects, tools 
& resources – Patient Safety Resource Centre – 
explore patient safety by theme – safety 
management – patient engagement – related 
resources. 
4) Searched under Improvement projects, tools 
& resources – Patient Safety Resource Centre – 
explore patient safety by theme – safety 
management – patient engagement – see all our 
resources on patient engagement. 
5) Main search of “patient beliefs on role in 
safety” (n=0). 

Results found.  • **Berger, Z., Flickinger, T., Pfoh, E., Martinez, 
K., & Dy, S.  (2014). Promoting engagement 
by patients and families to reduce adverse 
events in acute care settings: A systematic 
review.  BMJ Quality and Safety, 0, 1-8.  
doi:10.1136/bmjqs-2012-001769.   

• Lawton, R., & Armitage, G.  (2012).  The Role 
of the Patient in Clinical Safety.  London, 
ENG:  The Health Foundation. 

• The Health Foundation.  (2013).  Evidence 
Scan: Involving Patients in Improving Safety.  
London, ENG:  Author. 

• Scobie, A., & Persaud, D.  (2010).  Patient 
Engagement in Patient Safety: Barriers and 
Facilitators.  Patient Safety and Quality 
Healthcare. 7(2), 42-47.  

• Coulter, A.  (2012).  Leadership for Patient 
Engagement.  London, ENG:  The King’s 
Fund. 

• The Health Foundation. (2016).  Patient Safety 
Resource Centre: Patient Engagement.  
London, ENG:  Author.   
http://patientsafety.health.org.uk/area-of-
care/safety-management/patient-engagement 
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44.  Learning from 
International 
Networks about 
Errors and 
Understanding 
Safety in Primary 
Care (LINNEAUS 
EURO-PC) 

March 
2016 

1) Searched Main Page under Recently Added.  
2) Searched under Research Outputs – Work 
Packages – Patient Involvement – Tools & 
Guidance.   

Results found. • Martin, H. M., & Larsen, J.  (2012).  Patient 
involvement in Patient Safety: A literature 
review about European primary care.  The 
Danish Institute for Health Services Research 
for the Danish Society for Patient Safety and 
the LINNEAUS EURO-PC project.       
http://www.kora.dk/media/271600/dsi-
3479.pdf 

• Trier, H., Valderas, J.M., Wensing, M., Martin, 
H.M., & Egebart, J.  (2015).  Involving patients 
in patient safety programmes:  A scoping 
review and consensus procedure by the 
LINNEAUS collaboration on patient safety in 
primary care.  European Journal of General 
Practice, 21(Supplement 1), 56-61. 
http://www.tandfonline.com/doi/pdf/10.3109/1
3814788.2015.1043729 

 

 

 

 
 
 

 

 

 

http://www.kora.dk/media/271600/dsi-3479.pdf
http://www.kora.dk/media/271600/dsi-3479.pdf
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Appendix E:  Patient Safety Advisories – How to Access 

 
Name of 
Organization 

Title of Safety Advisory How to Access 

Ontario Hospital 
Association 
(Canada) 

• Clean Hands Protect Lives campaign 
pamphlet (2008). 

• Your Health Care – Be Involved Acute Care 
Sector campaign – Tips (Copyright 2006 but 
titled as 2007 brochure; & Copyright at 
2006 but titled as 2009 tri-fold brochure).    

• http://www.oha.com/KnowledgeCentre/Library/PatientSafety/Documents/Pamphlet.pdf 
• http://www.oha.com/CurrentIssues/keyinitiatives/PatientSafety/Your%20Health%20Care%20%

20Be%20Involved%20%20Acute%20Sector/English%20Brochure%20-%202007.pdf     AND 
http://www.oha.com/CurrentIssues/keyinitiatives/PatientSafety/Your%20Health%20Care%20%
20Be%20Involved%20%20Acute%20Sector/English%20Tri-Fold%20Pamphlet%20-
%202009.pdf 

 
Manitoba Institute 
for Patient Safety  
(Canada) 
 
 
 
  

• Brochures, videos, tips on patient 
engagement in healthcare to avoid/reduce 
harm. 

• “Patient Rights and Responsibilities” (no 
date).  

• “Declaration of Patient and Family 
Engagement in Patient Safety” (2012). 

• http://mips.ca/ 
 
 
• http://mips.ca/assets/patient-rights-and-responsibilities.pdf 
 
• http://mips.ca/assets/the-declaration.pdf 
 

British Columbia 
Patient Safety & 
Quality Council 
(Canada) 
 

• British Columbia Patient Safety Task 
Force. (2008). Patient Safety Tips.  
Author: BC.  

• https://bcpsqc.ca//documents/2012/11/learning-patient-safety-tips.pdf 
 
 
 

Government of 
BC - Health – 
HealthLinkBC 
(Canada) 

• Healthwise Staff.  “Prevent Medical 
Errors”.  Healthwise, Incorporated. 

• Healthwise Staff.  “Navigating your 
Hospital Stay” which includes topics on: 
“Monitoring Your Medicines in the 
Hospital”; Preventing Falls in the Hospital”; 
“Working with More than One Doctor”. 
Healthwise, Incorporated. 

• Healthwise Staff. “Health Tracking Forms 
and Checklists”.  Healthwise, Incorporated. 

• https://www.healthlinkbc.ca/health-topics/meder#aa170337 
 
• https://www.healthlinkbc.ca/health-topics/abo4370 

 
 
 
 
 
• https://www.healthlinkbc.ca/health-topics/bs1005 
 
 

http://www.oha.com/KnowledgeCentre/Library/PatientSafety/Documents/Pamphlet.pdf
http://www.oha.com/CurrentIssues/keyinitiatives/PatientSafety/Your%20Health%20Care%20%20Be%20Involved%20%20Acute%20Sector/English%20Brochure%20-%202007.pdf
http://www.oha.com/CurrentIssues/keyinitiatives/PatientSafety/Your%20Health%20Care%20%20Be%20Involved%20%20Acute%20Sector/English%20Brochure%20-%202007.pdf
http://www.oha.com/CurrentIssues/keyinitiatives/PatientSafety/Your%20Health%20Care%20%20Be%20Involved%20%20Acute%20Sector/English%20Tri-Fold%20Pamphlet%20-%202009.pdf
http://www.oha.com/CurrentIssues/keyinitiatives/PatientSafety/Your%20Health%20Care%20%20Be%20Involved%20%20Acute%20Sector/English%20Tri-Fold%20Pamphlet%20-%202009.pdf
http://www.oha.com/CurrentIssues/keyinitiatives/PatientSafety/Your%20Health%20Care%20%20Be%20Involved%20%20Acute%20Sector/English%20Tri-Fold%20Pamphlet%20-%202009.pdf
http://mips.ca/
http://mips.ca/assets/patient-rights-and-responsibilities.pdf
http://mips.ca/assets/the-declaration.pdf
https://bcpsqc.ca/documents/2012/11/learning-patient-safety-tips.pdf
https://www.healthlinkbc.ca/health-topics/meder#aa170337
https://www.healthlinkbc.ca/health-topics/abo4370
https://www.healthlinkbc.ca/health-topics/bs1005
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Name of 
Organization 

Title of Safety Advisory How to Access 

Alberta Health 
Services 
(Canada) 

• Healthwise Staff.  “Safe Hospital Stay: 
Care Instructions”.  Healthwise, 
Incorporated.  

• Healthwise Staff.  “Navigating your 
Hospital Stay” which includes topics on: 
“Monitoring Your Medicines in the 
Hospital”; Preventing Falls in the Hospital”; 
“Working with More than One Doctor”.  
Healthwise, Incorporated. 

• Alberta Health Services.  (Revised 2016).  
“Safer Together – A Safety Guide for 
Patients, their Family & Friends”.   

• https://myhealth.alberta.ca/health/AfterCareInformation/pages/conditions.aspx?hwid=zp4280 
 
 
• https://myhealth.alberta.ca/health/Pages/conditions.aspx?hwid=abo4370#abo4371 
 
 
 
 
 
• http://www.albertahealthservices.ca/assets/info/pf/pe/if-pf-pe-safer-together-brochure.pdf 
 

Canadian Patient 
Safety Institute  
including Patients 
for Patient Safety 
Canada   
(Canada) 
 

• Patients for Patient Safety Canada.  (2011). 
“Making Your Surgery Safer – What You 
Need to Know”- pamphlet.       

• Canadian Patient Safety Institute.  (2015). 
“Tips for Patients and Families” - 
pamphlet.  

• Canadian Patient Safety Institute.  (2012). 
“How to Help Prevent Healthcare-
Associated Infections:  A Patient and 
Family Guide”.    

• Canadian Patient Safety Institute.  (2010). 
“Canada’s Hand Hygiene Challenge - How 
to Speak to Healthcare Workers About 
Hand Hygiene”. 

• Canadian Patient Safety Institute.  (2010). 
“Canada’s Hand Hygiene Challenge - 
Frequently Asked Questions”. 

• Canadian Patient Safety Institute.  (2010). 
“Canada’s Hand Hygiene Challenge – 
What is MRSA?”. 

• Canadian Patient Safety Institute.  (2010). 
“Canada’s Hand Hygiene Challenge – 
What is Clostridium Difficile?”   

• http://www.patientsafetyinstitute.ca/en/toolsResources/Documents/Making_Your_Surgery_Safe
r_PFPSC_Flyer.pdf#search=making%20your%20surgery%20safer%20what%20you%20need%
20to%20know 

• http://healthcareathome.ca/nsm/en/care/patient/Documents/CPSI%20Tips%20for%20Patients%
20and%20Families.pdf 

 
• http://www.patientsafetyinstitute.ca/en/About/Programs/HH/Documents/Patients%20and%20Fa

milies/Patient%20Family%20Guide.pdf 
 
 
• http://www.patientsafetyinstitute.ca/en/About/Programs/HH/Documents/Patients%20and%20Fa

milies/How%20to%20speak%20to%20Healthcare%20workers%20about%20hand%20hygiene.
pdf 

 
• http://www.patientsafetyinstitute.ca/en/About/Programs/HH/Documents/Patients%20and%20Fa

milies/Patient%20and%20Family%20-%20Frequently%20Asked%20Questions.pdf 
 

• http://www.patientsafetyinstitute.ca/en/About/Programs/HH/Documents/Patients%20and%20Fa
milies/What%20is%20Methicillin%20Resistant%20Staphylococcus%20aureus.pdf 

 
• http://www.patientsafetyinstitute.ca/en/About/Programs/HH/Documents/Patients%20and%20Fa

milies/What%20is%20Clostridium%20difficile.pdf 
 

https://myhealth.alberta.ca/health/AfterCareInformation/pages/conditions.aspx?hwid=zp4280
https://myhealth.alberta.ca/health/Pages/conditions.aspx?hwid=abo4370#abo4371
http://www.albertahealthservices.ca/assets/info/pf/pe/if-pf-pe-safer-together-brochure.pdf
http://www.patientsafetyinstitute.ca/en/toolsResources/Documents/Making_Your_Surgery_Safer_PFPSC_Flyer.pdf#search=making%20your%20surgery%20safer%20what%20you%20need%20to%20know
http://www.patientsafetyinstitute.ca/en/toolsResources/Documents/Making_Your_Surgery_Safer_PFPSC_Flyer.pdf#search=making%20your%20surgery%20safer%20what%20you%20need%20to%20know
http://www.patientsafetyinstitute.ca/en/toolsResources/Documents/Making_Your_Surgery_Safer_PFPSC_Flyer.pdf#search=making%20your%20surgery%20safer%20what%20you%20need%20to%20know
http://healthcareathome.ca/nsm/en/care/patient/Documents/CPSI%20Tips%20for%20Patients%20and%20Families.pdf
http://healthcareathome.ca/nsm/en/care/patient/Documents/CPSI%20Tips%20for%20Patients%20and%20Families.pdf
http://www.patientsafetyinstitute.ca/en/About/Programs/HH/Documents/Patients%20and%20Families/Patient%20Family%20Guide.pdf
http://www.patientsafetyinstitute.ca/en/About/Programs/HH/Documents/Patients%20and%20Families/Patient%20Family%20Guide.pdf
http://www.patientsafetyinstitute.ca/en/About/Programs/HH/Documents/Patients%20and%20Families/How%20to%20speak%20to%20Healthcare%20workers%20about%20hand%20hygiene.pdf
http://www.patientsafetyinstitute.ca/en/About/Programs/HH/Documents/Patients%20and%20Families/How%20to%20speak%20to%20Healthcare%20workers%20about%20hand%20hygiene.pdf
http://www.patientsafetyinstitute.ca/en/About/Programs/HH/Documents/Patients%20and%20Families/How%20to%20speak%20to%20Healthcare%20workers%20about%20hand%20hygiene.pdf
http://www.patientsafetyinstitute.ca/en/About/Programs/HH/Documents/Patients%20and%20Families/Patient%20and%20Family%20-%20Frequently%20Asked%20Questions.pdf
http://www.patientsafetyinstitute.ca/en/About/Programs/HH/Documents/Patients%20and%20Families/Patient%20and%20Family%20-%20Frequently%20Asked%20Questions.pdf
http://www.patientsafetyinstitute.ca/en/About/Programs/HH/Documents/Patients%20and%20Families/What%20is%20Methicillin%20Resistant%20Staphylococcus%20aureus.pdf
http://www.patientsafetyinstitute.ca/en/About/Programs/HH/Documents/Patients%20and%20Families/What%20is%20Methicillin%20Resistant%20Staphylococcus%20aureus.pdf
http://www.patientsafetyinstitute.ca/en/About/Programs/HH/Documents/Patients%20and%20Families/What%20is%20Clostridium%20difficile.pdf
http://www.patientsafetyinstitute.ca/en/About/Programs/HH/Documents/Patients%20and%20Families/What%20is%20Clostridium%20difficile.pdf
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Name of 
Organization 

Title of Safety Advisory  

Institute for Safe 
Medication 
Practices Canada  
(Canada)  
 

• SafeMedicationUse:  Numerous 
medication safety brochures including:  
• Canadian Patient Safety Institute; 

Patients for Patient Safety Canada; 
Institute for Safety Medication 
Practices Canada; Canadian 
Pharmacists Association; 
Canadian Society for Hospital 
Pharmacist; 
SafeMedicationUse.ca. (2016). “5 
Questions To Ask About Your 
Medications When You See Your 
Doctor, Nurse, or Pharmacist”.  

• Institute for Safety Medication 
Practices Canada & 
SafeMedicationUse.ca. (2015).  
SafeMedicationUse.ca Newsletter: 
Make Sure You are Heard by Your 
Healthcare Providers. 6(10), 1-2.  

• Institute for Safety Medication 
Practices Canada & 
SafeMedicationUse.ca. (2015).  
SafeMedicationUse.ca Newsletter:  
Tips to Prevent Medication Errors 
with Your Blister Pack. 6(8), 1-2. 

• SafeMedicationUse.ca. (2011).  
“Help Prevent Medication 
Errors”.  Institute for Safe 
Medication Practices Canada and 
Health Canada.    

 
 

• https://safemedicationuse.ca/ 
 
• https://www.ismp-

canada.org/download/MedRec/MedSafety_5_questions_to_ask_poster.pdf 
 
 
 
 
 
 
 
 
 
• https://safemedicationuse.ca/newsletter/downloads/201511NewsletterV6N10BeHeard.pdf 
 
 
 
 
 
• https://safemedicationuse.ca/newsletter/downloads/201510NewsletterV6N8BlisterPack.pdf 
 
 
 
 
 
• https://safemedicationuse.ca/tools_resources/downloads/safemedicationuse_brochure.pdf 

 
 
 
 
 
 

 

https://safemedicationuse.ca/
https://www.ismp-canada.org/download/MedRec/MedSafety_5_questions_to_ask_poster.pdf
https://www.ismp-canada.org/download/MedRec/MedSafety_5_questions_to_ask_poster.pdf
https://safemedicationuse.ca/newsletter/downloads/201511NewsletterV6N10BeHeard.pdf
https://safemedicationuse.ca/newsletter/downloads/201510NewsletterV6N8BlisterPack.pdf
https://safemedicationuse.ca/tools_resources/downloads/safemedicationuse_brochure.pdf
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Name of 
Organization 

Title of Safety Advisory  

World Health 
Organization 
(WHO) 
(Switzerland)   

• World Health Organization.  (2015).  
“What You Need to Know Before and 
After Your Surgery”.   

• World Health Organization. (2016). 
“Clean Care is Safer Care:  Patients 
have a voice too!”    
http://www.who.int/gpsc/5may/5may201
3_patient-participation/en/ 

• World Health Organization.  (2013).  
“Hand Hygiene Promotion in Health 
Care: Tips for Patients”.   

• http://www.who.int/surgery/publications/patients_communication_tool.pdf 
 
 
• http://www.who.int/gpsc/5may/5may2013_patient-participation/en/ 
 
 
 
 
• http://www.who.int/gpsc/5may/tips-for-patients.pdf?ua=1 
 

The Australian 
Commission on 
Safety & Quality 
in Health Care  
(Australia) 

• Australian Council for Safety and 
Quality in Health Care.  (2003).  10 Tips 
for Safer Health Care.  Sydney, NSW: 
Author. 

• https://www.safetyandquality.gov.au/wp-content/uploads/2003/01/Tips-for-Safer-Health-
Care-PDF-302KB.pdf 

 

National Patient 
Safety Foundation   
(USA)   
 

NPSF website:  “The National Patient Safety 
Foundation provides an array of educational 
opportunities and resources for patients and 
families.”  Notable brochures include:  

• “Ask Me 3: Good Questions for 
Your Good Health”.  
http://www.npsf.org/?page=askme3 

• “Important Patient Safety Issues: 
What You Can Do”. 
http://www.npsf.org/?page=safetyis
suespatfam 

 
 
 
 
 
 

 
 
 
 
• http://www.npsf.org/?page=askme3 
 
 
• http://www.npsf.org/?page=safetyissuespatfam 
 
 

http://www.who.int/gpsc/5may/5may2013_patient-participation/en/
http://www.who.int/gpsc/5may/5may2013_patient-participation/en/
http://www.who.int/surgery/publications/patients_communication_tool.pdf
http://www.who.int/gpsc/5may/5may2013_patient-participation/en/
http://www.who.int/gpsc/5may/tips-for-patients.pdf?ua=1
https://www.safetyandquality.gov.au/wp-content/uploads/2003/01/Tips-for-Safer-Health-Care-PDF-302KB.pdf
https://www.safetyandquality.gov.au/wp-content/uploads/2003/01/Tips-for-Safer-Health-Care-PDF-302KB.pdf
http://www.npsf.org/?page=askme3
http://www.npsf.org/?page=safetyissuespatfam
http://www.npsf.org/?page=safetyissuespatfam
http://www.npsf.org/?page=askme3
http://www.npsf.org/?page=safetyissuespatfam
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Name of 
Organization 

Title of Safety Advisory  

Agency for 
Healthcare 
Research & 
Quality (AHRQ); 
& AHRQ Patient 
Safety Network 
(USA)   
 

AHRQ - numerous Patients & Consumers 
tips including: 

o AHRQ.  (2011). Be More Involved in 
Your Health Care: Tips for Patients. 
Rockville, MD: Author. 

o AHRQ.  (2012). Questions to Ask 
Your Doctor. Rockville, MD: Author.  

o Notably, “AHRQ – Planning for Care 
- Preventing Errors” section is now 
archived, which includes: 
 AHRQ.  (2011).   20 Tips to Help 

Prevent Medical Errors.  
Rockville, MD: Author.  

 AHRQ.  (2007). Five Steps to 
Safer Health Care.  Rockville, 
MD: Author.  

 
 
• http://www.ahrq.gov/sites/default/files/publications/files/beinvolved.pdf 
 
 
• http://www.ahrq.gov/patients-consumers/patient-involvement/ask-your-doctor/index.html 
 
 
 
 
• https://archive.ahrq.gov/patients-consumers/care-planning/errors/20tips/20tips.pdf 
 
 
• https://archive.ahrq.gov/patients-consumers/care-planning/errors/5steps/5steps.pdf 
 

The Joint 
Commission 
(USA) 

“In March 2002, The Joint Commission 
launched its Speak UpTM Patient Safety 
Program”.  
http://www.jointcommission.org/speakup.aspx 

Includes materials such as the following 
brochure to encourage patient 
involvement. 

• The Joint Commission.  (2010).  Speak 
UpTM:  Help Prevent Errors in Your 
Care”. Oakbrook Terrace, IL:  Author.  
http://www.jointcommission.org/assets/1
/6/speakup.pdf 

 
 
 
 
 
 
 
• http://www.jointcommission.org/assets/1/6/speakup.pdf 
 

Powell & Stone 
(2015) 

The Patient Survival Handbook:  Avoid 
Being The Next Victim of Medical Error.  
Peachtree City, GA: Synesis.  

• http://thepatientsurvivalhandbook.com/ 
 

http://www.ahrq.gov/sites/default/files/publications/files/beinvolved.pdf
http://www.ahrq.gov/patients-consumers/patient-involvement/ask-your-doctor/index.html
https://archive.ahrq.gov/patients-consumers/care-planning/errors/20tips/20tips.pdf
https://archive.ahrq.gov/patients-consumers/care-planning/errors/5steps/5steps.pdf
http://www.jointcommission.org/speakup.aspx
http://www.jointcommission.org/assets/1/6/speakup.pdf
http://thepatientsurvivalhandbook.com/
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Appendix F: Interview Guide 

Patient Questionnaire (Inpatient Handout): Part 1 

1. Please tell me why you were admitted to hospital. 
2. What has your experience been like?  
3. Please describe what your admission was like. 
4. Tell me about when you received medications in hospital – what was 

that process like?   
5. Were these [meds] the same ones you had before? 
6. Were any new medications given to you? 
7. Do you know what they [meds] were for? 
8. Did anyone go over your medications with you at any point during 

your stay in hospital?  If so, when?  
9. Did you undergo any tests or treatments?  If so, what was that like? 
10. Were there any problems in the way things occurred during your 

care that made you feel unsafe?  If so, what were they?   
11. Tell me about the physical environment while you’ve been in 

hospital?     
12. Were there any activities or things you did to help make sure the 

care you got was safe? If so, what were they? 
13. Please tell me what you think about patients being involved in 

promoting their own safety while they are in hospital. 
14. When you are in hospital, what does safe care look like to you?  
15. Do you feel you know enough about how to help ensure you receive 

safe care when you are in the hospital?  If not, what would help 
you?  

16. [As applicable]  Tell me what your discharge process has been like 
and how you are feeling about going home.  

17. [As applicable] Did anyone talk to you about what your medications 
would be at home?    

18. Would you do anything different regarding your safety when you 
receive health care in the future?    
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Patient Questionnaire (Inpatient Handout): Part 2 
 

Question 
 

8) During your hospital stay, how much did you know about the medical problem for which you were admitted?  
A lot      Some      A little      Not at all 

 
2) During your hospital stay, how often did you feel well enough to be able to talk with your doctors and nurses? 

Always      Usually      Sometimes      Never 
 

3) When you wanted information about your care and treatment, how easy or difficult was it to find a doctor or nurse to tell you 
what you wanted to know? 

Very easy      Somewhat easy      Somewhat difficult      Very difficult 
 

4) During your hospital stay, when decisions had to be made, how often did your doctors and nurses describe the good and bad 
things about your treatment options? 

Always      Usually      Sometimes      Never 
 

5) Did you participate in the decisions your healthcare team made about your care…?  
Less than wanted      About the right amount      More than wanted  

 
6) During your hospital stay, did you have a family member or a friend visit you?  If yes, did that person help you make sure your 
health care wishes were being followed by the hospital staff?    
 

Visitor always made sure  Visitor usually made sure  Visitor sometimes made sure  Visitor never made sure  No visitors 
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7) During your hospital stay, when you were given medicines, did you ever check to make sure that they were the correct ones?  If 
yes, how often did you check the medicines given to you by the hospital staff?   

 
Checked always      Checked usually      Checked sometimes      Did not check 

 
8) In general, when in the hospital, how much can you rely on your own knowledge and alertness to protect yourself from medical 
errors? 

A lot      Some      A little      Not at all 
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Patient Questionnaire (Outpatient Handout) 

1. Please tell me about why you are here. 

2. What has your experience been like?  

3. Did you speak up if you had questions?  

4. Did you tell the team everything you could about your health condition?    

5. Are you on any medications?  If so, do you know what they are for?  

6. Do you have all your medicines or a list of them with you for your 

appointment?  

7. Were any new medications given to you at this appointment? If so, do you 

know what they are for? 

8. Did anyone explain the medications to you?   

9. Did you undergo any tests or treatments?  If so, what was that like? 

10. Were there any problems in the way things occurred during your care that 

made you feel unsafe?  If so, what were they?  

11. Were there any activities or things you did to help make sure the care you 

got is safe? If so, what were they? 

12. Please tell me what you think about patients being involved in promoting 

their own safety while they get care. 

13. When you are patient, what does safe care look like to you?  

14. Do you feel you know enough about how to help ensure you receive safe 

care?  If not, what would help you?  

15. Tell me how you are feeling about what you need to do, if anything, when 

you go home.  

16. Would you do anything different regarding your safety when you receive 

health care in the future? 

 

 

 

 



IF PEOPLE WERE KALEIDOSCOPES 

336 
 

Detailed Interviewer Inpatient Questions for Part 1(with prompts & supporting Patient 
Advisory)   

Demographic Questions  
1) Age in years 
2) Gender 
3) Reason for admission 
4) Length of hospitalization 
5) Health status 
6) Previous hospitalizations 
7) Previous personal experience with adverse events in healthcare 

 

Question Patient 
Advisory 

1. Please tell me why you were admitted to hospital. 
 

N/A 

2. What has your experience been like? 
 

N/A 

3. Please describe what your admission was like. 
 

N/A 

4. Tell me about when you received medications in the 
hospital – what was that process like?   

A) Did you bring all of your medicines or a list when 
you came to the hospital and if not, why?  

 

4A) OHA, 2006; Study 
Site booklet, 2012 

5. Were these [meds] the same ones you had before? 
 

 

6. Were any new medications given to you? 
 

 

7. Do you know what they [meds] were for? 
 

Study Site booklet, 
2012 

8. Did anyone go over your medications with you at any point 
during your stay in hospital?  If so, when? 

   

 

9. Did you undergo any tests or treatments?  If so, what was 
that like? 

A) Did you understand what the tests involved and if not 
why? 
B) Did you understand the purpose of the test or 
treatment and if not why? 
C) Did you ask questions if you didn’t understand, and if 
not why?  

9A) OHA, 2006 
9B) OHA, 2006 
9C) OHA, 2006 
9E) CPSI, 2010 
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D) Did they always check your ID? 
E) Did they always wash their hands? If not, did you say 
anything to them and if not, why? 

 
10. Were there any problems in the way things occurred during 

your care that made you feel unsafe?  If so, what were 
they?  Did you tell anyone?  If not, why? 

 

N/A 

11. Tell me about the physical environment while you’ve been 
in hospital? 

A) Were you ever afraid of falling and if so, why? 
B) Did you always feel like you could get a staff member 
quickly if needed, and if not, why? 

     

N/A 

12. Were there any activities or things you did to help make 
sure the care you got was safe? If so, what were they? 

 

N/A 

13. Please tell me what you think about patients being involved 
in promoting their own safety while they are in hospital. 

A) Are there some activities that you wouldn’t feel 
comfortable doing?  

 

N/A 

14. When you are in hospital, what does safe care look like to 
you?  

 

N/A 

15. Do you feel you know enough about how to help ensure you 
receive safe care when you are in the hospital?  If not, what 
would help you?  

 

N/A 

16. [As applicable]  Tell me what your discharge process has 
been like and how you are feeling about going home. 

A) Do you know what to do when you go home and if 
not, why? 

B) Did you ask for available written information and if 
not, why?  

16A) OHA, 2006; 
Study Site booklet, 
2012 
16B) Study Site 
booklet, 2012 
 

17. [As applicable]  Did anyone talk to you about what your 
medications would be at home? 

 

 

18. Would you do anything different regarding your safety 
when you receive health care in the future?    

N/A 

 



IF PEOPLE WERE KALEIDOSCOPES 

338 
 

 

Detailed Interviewer Inpatient Questions for Part 2 

Patients’ Participation in Activities That Might Promote Safe Care (Weingart et al., 2011) 
Item Answer Option Response 

1) During your hospital stay, how much did you know about the medical 
problem for which you were admitted?  

A lot 
Some 
A little  
Not at all 
 

 

2) During your hospital stay, how often did you feel well enough to be able to 
talk with your doctors and nurses? 
 

Always 
Usually 
Sometimes 
Never 
 

 

3) When you wanted information about your care and treatment, how easy or 
difficult was it to find a doctor or nurse to tell you what you wanted to know? 

Very easy 
Somewhat easy 
Somewhat difficult 
Very difficult 
 

 

4) During your hospital stay, when decisions had to be made, how often did 
your doctors and nurses describe the good and bad things about your treatment 
options? 
  
 

Always 
Usually 
Sometimes 
Never 

 

5) Did you participate in the decisions your healthcare team made about your 
care…?   

Less than wanted 
About the right amount 
More than wanted 
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6) During your hospital stay, did you have a family member or a friend visit 
you?  If yes, did that person help you make sure your health care wishes were 
being followed by the hospital staff?    

Visitor always made sure 
Visitor usually made sure 
Visitor sometimes made sure 
Visitor never made sure 
No visitors  

 

7) During your hospital stay, when you were given medicines, did you ever 
check to make sure that they were the correct ones?  If yes, how often did you 
check the medicines given to you by the hospital staff?    

Checked always 
Checked usually 
Checked sometimes 
Did not check 
 

 

8) In general, when in the hospital, how much can you rely on your own 
knowledge and alertness to protect yourself from medical errors? 

A lot 
Some 
A little  
Not at all 
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Detailed Interviewer Outpatient Questions (with prompts & supporting Patient Advisory)   
 
Demographic Questions  

1) Age in years 
2) Gender 
3) Reason for admission 
4) Length of hospitalization 
5) Health status 
6) Previous hospitalizations 
7) Previous personal experience with adverse events in healthcare 

 
 

Question Patient 
Advisory 

1. Please tell me about why you are here. N/A 

2. What has your experience been like?  N/A 
3. Did you speak up if you had questions? 

• If not, “why do you think that was?” 
• If they did, “did you feel comfortable doing that?”  

  

(OHA, 2009) 

4. Did you tell the team everything you could about your 
health condition?   

 

(OHA, 2009) 

5. Are you on any medications?  If so, do you know what they 
are for?  

 

N/A 

6. Do you have all your medicines or a list of them with you 
for your appointment?  

 

(OHA, 2009) 

7. Were any new medications given to you at this 
appointment? If so, do you know what they are for? 

 

N/A 

8. Did anyone explain the medications to you? 
 

N/A 

9. Did you undergo any tests or treatments?  If so, what was 
that like? 

 

N/A 

10. Were there any problems in the way things occurred during 
your care that made you feel unsafe?  If so, what were they?  
Did you tell anyone?  If not, why?  

 

N/A 

11. Were there any activities or things you did to help make 
sure the care you got is safe? If so, what were they? 

 
 

N/A 
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12. Please tell me what you think about patients being involved 
in promoting their own safety while they get care. 

 

N/A 

13. When you are patient, what does safe care look like to you?  
 

N/A 

14. Do you feel you know enough about how to help ensure you 
receive safe care?  If not, what would help you?  

 

N/A 

15. Tell me how you are feeling about what you need to do, if 
anything, when you go home.  

 

(OHA, 2009) 

16. Would you do anything different regarding your safety 
when you receive health care in the future? 

 

N/A 
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Appendix G:  Instrument Permission 
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Appendix G:  Instrument Permission continued… 
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Appendix H:  Study Powerpoint Presentation  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



IF PEOPLE WERE KALEIDOSCOPES 

345 
 

Appendix H:  Study Powerpoint Presentation continued… 
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Appendix H:  Study Powerpoint Presentation continued… 
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Appendix I:  Data Collection Form for Setting Details  

Sample Items for Organizational Environmental Scan 

Item 
 

Yes/No              
(if applicable) 

Comment 

1) Patient admission booklet with safety information for 
patients   

   

2) Patient Safety posters (where, content)   

3) “What strategies and interventions have been 
identified to engage patients and families in their care 
and decision-making? Who introduces these 
interventions in the hospital? What outcomes are 
associated with these interventions?” (Maurer et al., 
2012, p.12)  

  

4) “What tools and materials are currently available to 
support patients, families, and health care professionals 
in facilitating patient and family engagement and to 
facilitate partnerships among patients, families, and 
health care professionals to plan, implement, and 
evaluate patient and family engagement in quality and 
safety?” (Maurer et al., 2012, p.12)    

  

5) “Who introduces these tools? What are the outcomes 
associated with these tools?” (Maurer et al., 2012, p.12)  

  

6) “Which points of hospital care and communication 
are most amenable to intervention or most likely to 
facilitate greater engagement (e.g. rounds, shift change, 
discharge)?” (Maurer et al., 2012, p.12) 

  

7) What safety policies and procedures are in place?   

8) How do I [PI] objectively describe in detail the 
environment? 
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Appendix J: Study Recruitment Form 
Question Answer 

What is the name of 
this study?   
 

“Patient and Family Involvement in Healthcare Safety” 
   

Who is the lead 
person for this 
study? 
  

Lenora Duhn is a Queen’s School of Nursing PhD student and 
she is the investigator with her supervisor, Dr. Jennifer Medves, 
and her thesis committee.  
 

What is the aim of 
this study? 
 

We want to hear what patients have to say about their 
healthcare experience and what they think about being more 
involved to make sure any potential errors in their care are 
avoided.  It is open to any patient during the study timeframe.  
  

Do I have to 
participate? 
 

NO, your participation is completely voluntary.  And, if you 
participate or if you decide not to it will not in any way affect 
your healthcare. 
  

What do I do if I 
agree to participate? 
 

First, you will be given a consent form and it will be explained 
to you.  Then, if you are comfortable, you will be asked to sign it 
and will be given a copy.  The study will then begin. 
 
You will be asked a number of questions.  Your answers will be 
tape-recorded and the study lead [Lenora] will also take notes.  
The interview will last about 30 minutes.  There is no right or 
wrong answer, it’s about what you think and believe.  Answers 
will be confidential and only the study team [Lenora & her 
thesis committee] will look at the information.   
 

Can my family 
member/significant 
other help me during 
the interview? 
 

Yes, if that helps you they certainly can. 

What if I start the 
interview but then 
decide I don’t want 
to go any further? 
   

You are free to stop at any point in the study. 

What happens at the 
end of the interview? 
 

The information will be kept confidential, and any reporting 
(e.g. dissertation, publications, conference presentations), will 
not identify any patient or family member.  The data will be kept 
for several years in order that it can be built on to inform other 
studies.   
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Appendix K:  Study Recruitment Brochure 
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Appendix K:  Study Recruitment Brochure continued… 
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Appendix L: Consent Form 
 

Information/Consent Form 
 

Project Title: Patient and Family Involvement in Healthcare Safety 
 
Background Information:  Errors can take place when a person gets health care.  We try 
very hard not to let that happen.  We are always looking at ways to make things safer.  
We think that getting patients more involved in thinking about safety too might help.  We 
do not know enough about what patients think of this so we have to study it.                       
 
You are being invited to participate in a study led by Lenora Duhn (Queen’s University 
PhD student).   This study is about describing what patients and families think and do 
about safety in health care.  The aim of this study is to:  

1) Record what patients and families say about safety. 
2) Record what patients and families say about having a role in stopping errors.    
3) Record what patients and families do to take care of themselves when they get 

health care. 
4) Record if patients and families want to know more about safety.       

 
Details of the Study:  This study will involve patients and their families.  Patients who 
are hospitalized or awaiting a clinic appointment can participate.  While they are at the 
hospital, patients will be interviewed by L. Duhn.  The interview will be tape recorded 
and should last no more than 30 minutes.  Patients will only be interviewed at one time.          
 
Risk/Side Effects: There are no known risks in participating in this study.  
 
Benefits: While you may not benefit directly from this study, results from this study may 
help future patients and families regarding their role in healthcare safety. 
 
Confidentiality:  All information obtained during the course of this study is strictly 
confidential and your anonymity will be protected at all times. Your name will not be 
recorded on any of the study material.  The study investigator [L. Duhn] will assign your 
study results a study participation number only.  The study data will be kept in locked 
files and will be available only to the investigation team. 
 
Voluntary Nature of Study/Freedom to Withdraw or Participate:  Your decision will 
in no way affect your care at the hospital.  If you choose to take part, you are free to 
change your mind at any time and withdraw your participation. 
 
Liability:  By signing this consent form, you do not waive your legal rights nor release 
the investigators(s) and sponsors from their legal and professional responsibilities.   
 
Subject Statement and Signature: I have read and understand the consent form for this 
study.  I have had the purposes, procedures and technical language of this study explained 
to me.  I have been given sufficient time to consider the above information and to seek  
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Appendix L: Consent Form continued… 
 
advice if I chose to do so.  I have had the opportunity to ask questions which have been 
answered to my satisfaction.  I am voluntarily signing this form.  I will receive a copy of 
this consent form my information. 
 
If at any time I have further questions or problems, I can contact: 
 
Primary Contact:  Dr. Jennifer Medves, Director, School of Nursing, Queen’s University 
at 613-533-6000, ext. 32669.  
Or 
Lead Investigator:  Lenora Duhn, PhD student, School of Nursing, Queen’s University at 
613-545-0979. 
 
If I have questions regarding my rights a research participant I can contact the Chair of 
the Queen’s Research Ethics Board:  Dr. Albert Clark at 613-533-6081. 
 
By signing this consent form, I am indicating that I agree to participate in this study. 
 
 
                                                                               ______________ 
     Signature of Participant                                  Date 
 
 
                                                                                        ______________ 
     Signature of Participant’s Family Member (as applicable)              Date 
 
 
 
Statement of Investigator:  I, or one of my colleagues have carefully explained to the 
subject the nature of the above research study. I certify that, to the best of my knowledge, 
the subject understands clearly the nature of the study and demands, benefits, and risks 
involved to participants in this study. 
 
 
     _________________________                     _______________  
     Signature of Primary Investigator                  Date  
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Appendix M:  Study Update – Poster 
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Appendix N: Coding Example 

Participant Quote(s) Code Theme Theme with 
subcategory 

 
I made sure they [providers] had a list of 
the drugs that I was on and what my 
allergies were, so, I would be safe, that 
they’d know what they could and 
couldn’t give me… if I didn’t receive it 
[safe care] they’d hear about it. [Cindy] 
 

Self-protection activities. 
 
Defined as:  Activities or actions 
performed as described by participants 
when asked if they had done anything to 
support their safe care.   

Personal Character 
 

Personal Character:  
What I Do for Me 

& 
Personal Character:  

Temperament 

I should have said well now listen,  
I saw you and you need to wash your 
hands. [asked why she did not]  I don’t 
know.  Guess afraid of the doctors.  
[Maria] 
 
 
 

Afraid to ask about provider hand 
hygiene. 
 
Defined as:  Description that indicates 
participate not wanting to ask a 
healthcare provider about their 
handwashing (seen or not) because they 
are afraid to do so. 

Personal Character Personal Character: 
Choice & 

Judgements 
 
 

I think sometimes if I forget then he’s 
[husband] always here as my back-up so 
I can remember.  I question more. 
So if [says husband’s name] having some 
problems, I feel that sometimes he 
doesn’t always ask the questions that I 
think he should.   So I’ll step in and I’ll 
ask them for him.  [Wanda]    

Family differences. 
 
Defined as:  Differences expressed by 
participants and other family member [in 
their presence or not] as to what they 
believe or how they approach healthcare 
circumstances or issues.   

Relationships  Relationships: 
Family & 
Friends 

 

 


	Abstract  ii
	Co-Authorship  iv
	Acknowledgements  v
	Table of Contents  vi
	List of Tables  xv
	List of Figures  xvii
	Chapter 1:  Introduction  1
	1.1  Introductory Statements  1
	1.2  Personal Reflections  2
	1.2.1  The analogy of a kaleidoscope:  A foreshadowing of findings 5
	1.3  Study Purposes  8
	Chapter 2:  Review of the Literature   17
	2.1  Literature Review – Pre-scoping review  17
	2.1.1  Literature review methods 17
	2.2  Patient Safety: The Mantra for the 21st Century  18
	2.2.1  The advent of a patient safety movement  18
	2.3  Patient Safety Perspectives:  Patients and Their Families  22
	2.3.1  Patient experiences  22
	2.3.2  Patient safety conceptualized  24
	2.3.2.1  Communication  25
	2.3.2.2  Trusting  26
	2.3.2.3  Being trusted, seen and valued  26
	2.3.2.4  Presence  27
	2.3.2.5  Reporting adverse events  28
	2.3.3  Patients as partners in safety  29
	2.3.3.1  Views on involvement  29
	2.3.3.2  Taking action  30
	2.3.3.3  Patient engagement intervention studies to-date  31
	2.3.3.4  Provider perspectives on patient involvement in safety 33
	2.4  Summary of Literature Review  35
	Table 1:  Initial keywords for Scoping Review search strategy   41
	Table 2:  Scoping Review Final Set:  By Location of First Author  46
	Table 3:  Scoping Review Final Set:  Publication Date Distribution  46
	Table 4:  Published and Unpublished Literature:  Patient Attitudes  50
	Table 5:  Scoping Review Subset – Patient Behaviours by Study Design 59
	Table 6A:  Published and Unpublished Literature:  Patient Behaviours – General  60
	Table 6B:  Published and Unpublished Literature:  Patient Behaviours – Patient  Reporting 66
	Table 6C:  Published and Unpublished Literature:  Patient Behaviours – Healthcare-associated Infections 68
	Table 6D:  Published and Unpublished Literature:  Patient Behaviours – Blood Transfusion 69
	Table 6E:  Published and Unpublished Literature:  Patient Behaviours – Advocacy – General 69
	Table 6F:  Published and Unpublished Literature:  Patient Behaviours – Advocacy – Parents 70
	Table 6G:  Published and Unpublished Literature:  Patient Behaviours – Handwashing.. 72
	Table 6H:  Published and Unpublished Literature:  Patient Behaviours – Medication Safety 75
	Table 6I:  Published and Unpublished Literature:  Patient Behaviours – Surgical      Safety 77
	Table 6J:  Published and Unpublished Literature: Patient Behaviours –      Communicating 79
	Table 6K:  Published and Unpublished Literature:   Patient Behaviours – Patient Handover 81
	Table 6L:  Published and Unpublished Literature:  Patient Behaviours – Diagnostic Imaging 85
	Table 6M:  Published and Unpublished Literature:  Patient Behaviours – Health Literacy & Safety Tips 85
	Table 6N:  Published and Unpublished Literature:  Patient Behaviours – Safety Tips Available 87
	Table 6O:  Published and Unpublished Literature:  Patient Behaviours – Technology 89
	Table 6P:  Published and Unpublished Literature:  Patient Behaviours – Rapid Response Team Activation 89
	Table 6Q:  Published and Unpublished Literature:  Patient Behaviours – Primary Care
	90
	Table 7:  Participant Reports of Healthcare Error 125
	Table 8:  Examples of How Individuals Define Safe Care and Feeling Safe 222
	Table 9:  Eight-item Participation Questionnaire Responses 237
	Figure 1:  The Analogy of the Kaleidoscope  7
	Figure 2:  Patient and Family Engagement Conceptual Framework  14
	Figure 3:  Multidimensional Framework for Engagement 16
	Figure 4:  PRISMA Diagram 45
	Figure 5:  General Analysis Procedure  112
	Figure 6:  The 5-Facet Framework for Patient Engagement in Patient Safety 135, 230
	Figure 7:  Application of the 5-Facet Framework for Patient Engagement in Patient Safety  241
	World Health Organization. (2013).  “Patients for Patient Safety – Partnerships for Safer Health Care”.  Geneva, Switzerland: World Health Organization.    http://www.who.int/patientsafety/patients_for_patient/PFPS_brochure_2013.pdf

	 Buetow, S., Davis, R., Callaghan, K., & Dovey, S.  (2013).  What attributes of patients affect their involvement in safety? A key opinion leaders' perspective.  BMJ Open, 3, e003104.  doi: 10.1136/bmjopen-2013-003104
	 Institute for Patient- and Family- Centered Care.  (2013).  Revised - Partnering with Patients and Families to Enhance Safety and Quality: A Mini Toolkit.  Bethesda, MD:  Author. 

	 Wright, J.  (01 October 2009 – 31 March 2015).  Improving Patient Safety Through the Involvement of Patients (Study Funding Announcement).  London, ENG:  National Institute for Health Research. 

