
    

 

 

 

 

 

 

 

A Qualitative Study of Patients’ and Caregivers’ Perspectives on Educating Healthcare Providers 

 

 

Holly Lynne Adam 

 

 

 

 

 

 

 

A thesis submitted in partial fulfillment of the requirements for the 

Master of Arts degree in Health Professions Education 

 

 

 

 

 

 

Faculty of Education 

University of Ottawa 

 

 

 

 

 

 

© Holly Lynne Adam, Ottawa, Canada, 2020



             ii 

 

 

Acknowledgements 

 I would like to sincerely thank Dr. Katherine Moreau, my thesis supervisor, for her exceptional 

guidance and support during my educational journey. After completing my BScN, I had no idea I 

would pursue a master’s degree, but Dr. Moreau’s encouragement helped me take the leap to higher 

education. Her dedication to her students’ successes is truly inspirational. Without her mentorship, my 

MA would not have been made a reality. Further, I would like to thank my thesis advisory committee, 

Dr. Douglas Archibald and Dr. André Samson, for their constructive feedback that helped guide my 

research. I would like to extend my sincere gratitude for their flexibility and understanding with regards 

to the unforeseen challenges COVID-19 caused to my original MA topic, which I am now planning to 

pursue as part of my PhD Thesis. I would also like to thank Dr. Ruth Kane, Director of Graduate 

Studies, for facilitating my thesis proposal and for offering support throughout my MA. 

 I would also like to acknowledge the Associated Medical Services (AMS) Phoenix Fellowship, 

which funded this study. Thank you for supporting this research. I also extend my gratitude to the 

patients and caregivers who chose to participate in this study. 

 To my friends and family, I would like to thank my husband, Josh, for his unwavering 

encouragement for me during my educational journey. His constant love and support has helped expand 

my goals beyond what I expected. I would like to thank my daughter, Phoebe, who was born at the 

beginning of my MA, for being my constant inspiration. To my mom and dad, I would like to thank 

them for always wanting the best for me in life. Finally, to my best friend, Anna, I would like to thank 

her for being by my side through it all.   

 

 

 

 

 

 



             iii 

 

 

 

for Phoebe 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



             iv 

 

Abstract 

 My thesis examines patients’ and caregivers’ perspectives on educating healthcare providers 

(HCPs). Specifically, it examined two research questions: 1) What do patients think about their 

involvement in the education of HCPs? and 2) What roles do patients want to have in the education of 

HCPs? It is important for educational leaders and HCPs to understand answers to these questions, from 

patients’ own perspectives, to make effective changes in current and future health professions 

education and ultimately, the delivery of patient-centred care. I conducted semi-structured interviews 

with 27 patients and caregivers for this study. Through conventional content analysis, I identified five 

themes for what patients think about their involvement in the education of HCPs. Namely, patient 

involvement in the education of HCPs: (1) is challenging because of power-differentials between 

themselves and HCPs; (2) requires patient training; (3) needs to start early in HCPs’ education process; 

(4) can improve patient-HCP partnerships; and (5) requires compensation for patients. I also identified 

three roles that patients want to have in the education of HCPs. Specifically, they want to: (1) teach 

HCPs about patients’ expectations, experiences, and perspectives through case studies, storytelling, and 

research; (2) provide direct feedback to HCPs; and (3) advise on curricula development and admission 

boards for HCPs. My research adds to the limited research on patients’ and caregivers’ perspectives on 

their involvement in the education of HCPs, identifies barriers to patient involvement, and provides a 

foundation that HCPs and educational leaders can use to improve patients’ active involvement in the 

education of HCPs. Further, it highlights that patients’ voices are important to the education of HCPs. It 

also illuminates my own perspectives on patient involvement in the education of HCPs, which I share 

as part of my positionality as a researcher who conducted this study. 

 

Keywords: Qualitative, patient involvement, patient experience, health professions education, 

patient-centred care 
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Introduction to my MA Thesis by Article 

 I completed this MA thesis in article format. This thesis has three sections. The first 

section is a preface to my empirical thesis study (presented in article format) on patients’ and 

caregivers’ perspectives on active patient involvement in the education of healthcare providers 

(HCPs). In this first section, I introduce my empirical thesis study by describing the research 

problem that I explored, the purpose of the study, and the research questions that guided it. In 

this section, I also present a brief literature review on active patient involvement in the education 

of HCPs. Finally, in this first section, I describe the methodological paradigm that formed the 

foundation of my empirical thesis study. I present my positionality as a researcher, specifically, 

outlining my perspectives on patients’ active involvement in the education of HCPs, as both a 

patient and a nurse, and how these perspectives have impacted the trustworthiness of my 

empirical thesis study. I end this first section with potential contributions that the empirical thesis 

study has for health professions education. Overall, this information provides readers with 

greater context to understand the empirical thesis study that I present in the next section. 

 In the second section, I present my empirical thesis study in article format. This article 

entitled, A qualitative study of patients’ and caregivers’ perspectives on educating healthcare 

providers, explores patients’ and caregivers’ perspectives, specifically with regards to what they 

think about patient involvement in the education of HCPs and what roles they think they should 

have. 

 In the final section, I conclude by summarizing what I learned as a patient, nurse, and 

researcher while engaging in the empirical thesis study that I presented in the above-mentioned 

section. I specifically highlight my personal benefits and challenges from exploring patients’ and 

caregivers’ perspectives on their involvement in the education of HCPs.  I also suggest ways in 

which patients’ and caregivers’ perspectives on this topic may be applied to the fields of health 

professions education, specifically with regards to opening channels of communication and 

collaboration between patients and HCPs in virtual learning. 

 

  

 

 



2 

 

Section 1: Preface 

Description of the Study Problem and Rationale 

The Study Problem 

 In 1978, the World Health Organization created the first policy outlining patients’ “rights 

and duties to participate in planning and implementing their [health]care” (Downe et al., 2007, 

p.393). This policy acknowledged that health care providers (HCPs) cannot provide appropriate 

and competent care to patients without including patients’ voices in their decision-making and 

educational processes. Therefore, over the last 30 years, there has been increased emphasis on 

the importance of patients’ active roles in the education of HCPs, such as in curricula design, 

admission boards, policy-development, and assessment (Towle et al., 2010; Towle and 

Godolphin, 2015).  Unfortunately, however, patients’ involvement in such roles are still “isolated 

events” (Towle and Goldphin, 2011, p.501) and their voices are not impactful at larger scales 

beyond the event in which they occur (Towle et al., 2016). 

 Patients and HCPs have both reported benefits from active patient involvement in the 

education of HCPs. Briefly, HCPs have reported improved clinical skills, interpersonal skills, 

and personal and professional development when patients are involved in their education 

(Spencer et al., 2000; Jha, et al., 2009b; Towle et al., 2010; Wykurz & Kelly, 2002). Patients 

have reported gaining a sense of empowerment, insight into their illnesses, improved patient-

HCP relationships, and more autonomy in their own care when involved in the education of 

HCPs (Walters et al., 2003; Towle et al., 2010). Despite these benefits, educational leaders have 

little guidance on how to sustain patient involvement in the education of HCPs (Wykurz and 

Kelly, 2002; Rees et al., 2007; Towle et al., 2016). 

  From patients’ perspectives, challenging hierarchies and power-differentials between 

patients and HCPs, the lack of HCPs’ effective communication, and poor HCP-partnerships are 

barriers to their involvement in the education of HCPs (Towle et al., 2010; Towle and 

Godolphin, 2011). Further, patients have described the lack of compensation (Wykurz and Kelly, 

2002; Rees et al., 2007), the lack of training they receive to be educators (Towle et al., 2010), the 

emotional strain associated with sharing their stories (Lauckner et al., 2012), poor diversity in 

representation (Rowland and Kamagai,  2018), and concerns about ethics and confidentiality 

(Towle et al. 2010; Towle and Godolphin, 2015) as barriers to their involvement in the education 
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of HCPs. However, despite this knowledge there has been a lack of practical knowledge and 

guidance for HCPs as to how to involve patients in the education of HCPs, especially from their 

own perspectives (Wykurz and Kelly, 2002; Rees et al., 2007; Jha et al., 2009b; Towle et al., 

2010; Dijk, 2017).   

Patients have also reported feeling resistance from HCPs with regards to their 

involvement in health professions education (Felton and Stickley, 2004). Perhaps this feeling is 

due to a lack of meaningful dialogue between HCPs and patients that could otherwise help clear 

up misconceptions (Kumagai et al., 2018). For example, HCPs have reported feeling 

“uncomfortable revealing their lack of knowledge to [patients]” (Rees et al., 2007, p.379) 

because they fear that patients will “learn about their fallibility” (Langer et al, 2016, p.621) and 

this will damage their professional identity and credibility. Contrary to this fear from HCPs, 

however, patients have expressed that they “appreciate clinicians’ accountability” (p.621) and 

transparency in communication because it helps them build respect and trust for HCPs. 

Overall, there is lack of knowledge on patients’ perspectives about their involvement in 

educating HCPs (Jha et al., 2009b; Towle et al., 2010; Dijk, 2017). As Sharma (2018) has 

stated, “patients’ perceptions of their involvement have typically been assessed through 

satisfaction measures” (p.473) instead of descriptive inquiries into what patients think about and 

want to gain from their involvement. However, it has been acknowledged that understanding 

patients’ perspectives on why and how they want to be involved in educating HCPs is 

imperative to the ability of education leaders to “considerably enhance” (Stacy and Spencer, 

1999, p.694) patient involvement beyond teaching and assessing roles (Boudreau et al., 2008; 

Jha et al., 2009b). 

Rationale for the Study 

 To establish patient-led initiatives that are sustained throughout the education of HCPs, 

more research into patients’ perspectives on what they believe needs to change at institutional 

levels to facilitate their involvement in educating HCPs is needed (Spencer et al., 2000; Rees et 

al., 2007; Towle et al, 2016). Therefore, the rationale for my empirical thesis study, exploring 

patients’ perspectives on their involvement in the education of HCPs, is two-fold.  First, my 

study gives patients an opportunity to educate HCPs on what patients believe prevents and 

facilitates their active involvement in the education of HCPs. Towle et al. (2010) have 
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emphasized that research into what patients believe on this topic can help educate HCPs on what 

needs to change in the educational system so that patients’ involvement is improved and 

supported. Specifically, patients’ perspectives on this topic has the potential to provide 

convincing evidence that could guide policy and institutional changes in support of patient 

involvement along the continuum of health professions education (HPE) (Towle et al., 2010; 

Tee, 2012; Towle et al., 2016). Second, by exploring patients’ perspectives on the roles they 

want to have in the education of HCPs, my thesis study illuminates part of the meaning patients 

ascribe to ‘active’ involvement, specifically, what it means to them to be actively involved in the 

education of HCPs. This illumination is imperative in order for education leaders to enhance 

patient involvement, beyond passive teaching and assessment roles, and make meaningful 

changes to the education of HCPs that reflect patients’ views and guidance on this topic 

(Boudreau et al., 2008; Jha et al., 2009b; Towle et al., 2016). 

Objectives and Research Question 

HCPs cannot learn how to practice in patient-centred ways without learning from patients 

themselves about how to do this (Hoffman et al., 2015). Therefore, the objective of my empirical 

thesis study is to highlight why patients believe their involvement in the education of HCPs is 

important and how they think they should be involved. This information will provide guidance 

for HCPs and educational leaders on how to effectively involve patients in the education of 

HCPs (Towle et al., 2010; Towle and Godolphin, 2011; Towle et al, 2016). As mentioned, there 

is limited research that explores patients’ perspectives on their roles and involvement in the 

education of HCPs (Spencer et al., 2000; Jha et al., 2009a; Towle et al., 2010).  Therefore, the 

purpose of my research is to explore this topic and how patient involvement in the education of 

HCPs can be improved, from patients’ own perspectives. 

The following research questions guided my research: 

(1) What do patients think about the involvement of patients in the education of HCPs and 

(2) From the patients’ perspectives, what roles can patients play in the education of HCPs in 

formal (i.e classroom) or informal (i.e. hospital) settings? 
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Background on Patient Involvement in the Education of Healthcare Providers 

What is patient-centred care (PCC)? 

The term ‘patient’ is defined by Manafo et al. (2018) as “any individual or group with 

lived experience of a health or health systems issue, including family members and caregivers” 

(p.6). This definition serves as my definition of ‘patient’ herein. Next, patient-centred care 

(PCC) is “care [that] responds precisely to patients’ wants, needs, and preferences” (Institute of 

Medicine [IOM], 2001, p.49), based on each patient’s unique values in care. It is about 

providing patients with safe, competent, and comprehensive care that respects their autonomy 

and control over their own healthcare decisions (IOM, 2001). Ultimately, “to support 

interprofessional collaborative practice that is patient-centred, [patients are viewed] as integral 

partners by those health care personnel providing their care” (CIHC, 2010, p.13). Part of PCC 

relies on HCPs practising shared decision-making (SDM) with patients (Institute for Patient-

and Family-Centred Care [IPFCC], n.d.), where HCPs help patients navigate and understand 

their healthcare options and choices, but they, ultimately, respect patients’ personal health 

goals and control over their informed decisions (Elwyn et al., 2012). 

Thistlethwaite (2017) has critiqued the term, patient-‘centred,’ as implying that patients are a 

“different type of team member” (p.5) surrounded by health professionals from various 

disciplines. However, PCC is more about “[HCPs] and patients constructing meaning together” 

(p.5) so that patients feel empowered and engaged as active participants in their own care and 

health decisions. This concept of HCPs and patients ‘constructing meaning together’ is the 

foundation of SDM. 

In the last 30 years, there has been a dramatic shift in medical education from focusing 

on the biomedical aspects to the social sciences and humanities of providing care (Elwyn et al., 

2012).  The Canadian CanMEDS Framework was one of the first frameworks to outline 

medical students’ competencies related to practising PCC and SDM (Kuper et al., 2017). 

Currently, there are six ‘non-medical expert’ roles, which include being an effective 

communicator, a strong interprofessional collaborator, a patient’s health advocate, a leader in 

SDM processes with patients and interdisciplinary teams, a professional committed to PCC and 

who is accountable for proving ethical care, and a scholar who can apply theory to practice, 

especially in the field of PCC  (Royal College of Physicians and Surgeons of Canada 
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(RCPSC), 2020). These roles specifically focus on physicians’ intrinsic competencies, such as 

communication, health literacy, and understanding worldviews from patients’ perspectives 

(Thistlethwaite, 2017). 

How do we teach patient-centred care (PCC) and shared decision-making (SDM) to HCPs? 

 Towle et al. (2010) have urged that patient involvement in the education of HCPs should 

be the main source of learning for HCPs on how to deliver PCC because patients are ‘experts’ in 

their own care. As Sharma (2018) has explained, patients are at a “unique vantage point” 

(Sharma, 2018, p.476) to provide HCPs with insight into how to deliver PCC because they can 

draw from their experiential knowledge on what HCPs should be doing to improve it. 

Specifically, patients are well-equipped to educate HCPs on how to communicate with patients 

in compassionate and empathetic ways (Haq et al., 2006; Bergus et al., 2009; King and Hoppe, 

2013; Hoffman et al., 2015), on how to talk to them in ways that they will understand (Hoffman 

et al., 2015; Langer et al., 2016; Hanson and Hanson 2017), and on how to remain reflexive, 

understanding, and open-minded in practice so that inequalities in patient-care, related to 

power-differentials in healthcare, are diminished (Abadel and Hattab, 2014; Langer et al., 2016; 

Towle et al., 2016; Kuper et al., 2017; Sharma, 2018). 

Healthcare providers’ effective communication with patients is at the core of “authentic 

SDM” (Kunneman et al., 2019; Thomas et al., 2020, p.414) and PCC (Bergus et al., 2009; King 

and Hoppe, 2013; Hoffman et al., 2015; Sharma, 2018) because it is imperative to whether 

patients feel heard, listened to, and respected during their interactions with HCPs. However, 

clinical-educators have struggled to teach concepts of PCC and SDM in health professions 

education, such as communication and collaborative skills (Thomas et al., 2020), because these 

concepts are fairly new to assessment models in health professions education (Kunneman et al., 

2019) and in the teaching and assessing of HCPs’ intrinsic skills (Kuper et al., 2017). 

 Kumagai et al. (2018) have suggested a ‘dialogical’ approach, which focuses on 

conversations that are constructive and problem-based, to teaching HCPs’ how to deliver PCC 

and practice SDM with patients. This approach aims to “open up [new ways] of thinking, 

understanding, perceiving, and being” (Kumagai et al., 2018, p.1781) that help HCPs respect 

that knowledge can be personal, subjective, and can come from patients’ themselves. Further, it 

aims to engage HCPs in “critical reflexivity” (Thomas et al., 2020, p.414), where they come to 
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understand their own position in the world, the position of others, and how differing worldviews 

can intermingle in ways that support “authentic SDM” (p.414) and overall PCC. Similarly, 

Badaczewski et al. (2017) have explained how creating dialogue with patients, such as through 

the use of the teach-back method, can lead to productive interactions between patients and 

HCPs that foster improved patient-centred communication and overall care. 

The context, realism, and unstructured learning opportunities that patients provide to the 

education of HCPs supports HCPs on how to be reflexive and adaptable in their delivery of 

PCC (Bennett and Baikie, 2003; Crossley, et al., 2005; Towle and Godolphin, 2011; Thomas et 

al, 2020). It has been found that HCPs value these aspects of patient involvement in their 

education, as it teaches them to be more empathetic and understanding when caring for patients 

(Oswald et al., 2014; Langer et al., 2016). For instance, medical students have described 

learning from patients as a “more powerful way of teaching” (Jha et al., 2009b, p.453) 

compared to traditional textbook learning. Students in various disciplines of health professions 

education have also described how health-mentor programmes have helped them improve their 

communication and collaboration with patients, their delivery PCC, reflection upon their own 

assumptions about stereotypes associated with being a ‘patient,’ and the building of respectful 

and collaborative partnerships with patients (Towle et al, 2014). Moreover, Fritz et al. (2015) 

have emphasized that the voices of patients who have experienced disparities in healthcare 

should be the main contributors in the design of curricula that teaches HCPs about injustices in 

healthcare, because these patients’ experiences reinforce HCPs’ reflexivity in thinking about 

inequalities in healthcare and in the education of HCPs. Despite HCPs’ acknowledgements that 

patients should be actively involved in their education, especially on how to deliver PCC and 

practice SDM (Jha et al., 2009b), active patient involvement is not a mainstream occurrence in 

health professions education (Towle and Godolphin, 2011). 

What is active patient involvement in the education of healthcare providers? 

 As referenced in Towle and Godolphin (2011), William Osler, a founding father of 

medical education, said, “the best teaching is that taught by the patient himself” (p.496). The 

‘patient as teacher’ idea arose in the 1960s, and patients began their involvement in the 

education of HCPs as ‘teachers’ of clinical skills (Towle et al. 2010). However, their ‘teaching’ 

roles mostly consisted of acting as a “teaching resource” (Wykurz and Kelly, 2002, p.821) or as 
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a “medium through which the teacher  [taught]” (Spencer et al, 2000, p.851); there were few 

opportunities for patients to offer feedback to HCPs about HCPs’ skills. 

 Although patients today may be given more ‘active’ roles in the education of HCPs, 

such as in patient-led initiatives, active patient involvement is still lacking (Wykurz and Kelly, 

2002; Towle et al., 2010). For instance, patients have commonly been involved in “giving a 

presentation, facilitating seminars, demonstrating to small groups, providing personal tuition, 

giving feedback on performance” (Wykurz and Kelly, 2002; p.818), but these forms of 

occasional patient ‘as teacher’ encounters have done little for the sustainability of patient 

involvement in the education of HCPs and are not necessarily formal ‘active’ roles in the 

education of HCPs because patient s in these roles merely act as a teaching aide’ and have little 

autonomy to in meaningful ways to them (Bennett and Baikie, 2003; Rees et al., 2007; Towle et 

al., 2014). 

 ‘Active’ patient involvement occurs when HCPs are taught by patients, instead of about 

patients and when patients engage with HCPs and educational leaders in collaborative 

partnerships throughout the education of HCPs (Towle and Godolphin, 2011; Thomas et al., 

2020). As mentioned, patients’ active involvement in the education of HCPs teaches HCPs how 

to reflect on patients’ dialogues, which lead to their “understand[ing] of health beliefs and world 

views of their communities” (Thistlethwaite, 2017, p.5; Kumagai et al, 2018). This critical 

reflection by HCPs is essential to the practice of PCC and SDM. Given that health advocacy is 

outlined in the CanMEDS Framework (RCPSC, 2020) as a core competency of physicians, 

Thistlethwaite (2017) has argued that HCPs need to further reflect on the importance of 

involving patients in their education and advocate for patients’ sustained involvement so that 

there are improvements to the delivery of PCC. 

 Patients’ who are ‘actively’ involved in the education of HCPs are those who are 

involved in such roles as formal assessment of HCPs’ skills, evaluating educational strategies 

and HCPs’ skills, research processes and development, developing curricula, and being 

members on admission boards who help select future HCPs (Towle and Godolphin, 2015). The 

establishment of patient-led teaching initiatives have been a beginning to the establishment of 

more active roles for patients in the education of HCPs (Towle and Godolphin, 2011; Towle et 

al, 2014), but there is still much work to be done so that patients are engaged in collaborative 
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partnerships with faculty and educational leaders along the continuum of health professions 

education (Downe et al. 2007; Towle et al., 2011). 

Methodological Reflections 

 In this section, I explain the naturalistic paradigm (Guba, 1981) I use for my research 

study. This paradigm forms the foundation of my inquiry into patients’ and caregivers’ 

experiences in the education of HCPs. I also address how I collected the data and the theoretical 

foundations behind my data analysis. These methodological reflections support and expand on 

the shorter ‘Methods’ section in the article for my empirical thesis study that I present in the next 

section. They also provide context for my explanation of my positionality and potential biases 

that I bring to this study as a researcher. 

Philosophical Foundations 

 In my research, I used a basic interpretive qualitative approach within the naturalistic 

paradigm (Merriam, 2002). This approach allows for the inductive analysis of participants’ 

interview data and the development of descriptive accounts of patients’ and caregivers’ 

perspectives on and experiences of their involvement and roles in the education of HCPs, based 

on the researchers’ interpretive analysis. Basic interpretive qualitative research aims to 

“understand a phenomenon...[based on] common patterns or themes that cut across the data” 

(Merriam, 2002, p.6), but unlike phenomenology, it does not aim to describe the contextual or 

complex meaning or ‘essence’ behind a lived experience. Instead, a basic interpretive qualitative 

approach allows for a level of interpretation to occur from the researcher (Merriam, 2002; Hsieh 

and Shannon, 2005). 

 A naturalistic inquiry into ‘truth’ served as the foundational paradigm for my research. It 

allows researchers to inquire about social/behavioural phenomena (Guba and Lincoln, 1982), 

such as the experiences of patients and caregivers in the education of HCPs. Within this 

paradigm, I assumed that patients’ experiences and contexts naturally emerge through their 

interactions with HCPs, and “multiple realities” (Guba, 1981, p.77; Guba and Lincoln, 1982, 

p.237) exist based on peoples’ unique experiences and contexts. Therefore, when patients 

interact with HCPs or recount experiences with them, their patient identity is naturally drawn to 

their conscious awareness and becomes a form of knowledge. It is also assumed that 

participants’ and researchers’ experiences are interrelated, but unique, and ‘truth’ exists from co-

existing interactions of peoples’ experiences and the interpretive meanings people assign to them 
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(Guba and Lincoln, 1982). Ultimately, ‘truth’ is context-bound and is based on peoples’ 

“intuitions, apprehensions, or feelings” (Guba, 1981, p.78). The naturalistic paradigm 

complements my research objective of exploring patients' and caregivers' perspectives on their 

roles and involvement in the education of HCPs because it respects that people will have unique 

experiences but will contribute to the phenomenon equally. 

 ‘Truth’ will change among participants, but commonalities can be found (Guba, 1981). 

Creswell (2013) calls these commonalities “naturalistic generalizations” (p.200). To validate that 

these generalizations are accurate, we can do ‘member checks’ to confirm that the participants 

agree with researchers’ interpretations (Guba, 1981). Although member-checking was not done 

in my research due to time-constraints, cross-checking findings among different researchers 

served to help verify credibility and increase the rigour of this study (Guba, 1981; Creswell, 

2013). Further, I used ‘bracketing as a technique to acknowledge how my thoughts may affect 

the interpretation of the data and to “monitor” (Merriam, 2002, p.5) my potential biases, rather 

than obliterate them completely. I present my positionality as way to provide the reader with 

greater context on how my awareness of my personal biases may affect my data collection and 

interpretation. 

Foundations for Data Analysis 

 I chose to use conventional content analysis as the technique to analyze the participants’ 

interview data in my research because it allowed me to systematically “interpret meaning from 

the content of textual data” (Hsieh and Shannon, 2005, p.1277) and to describe the phenomenon 

directly from participants’ own words. Further, it allowed for the inductive analysis of common 

themes based on the identification of concepts present in more than one interview, which was the 

goal of the research. 

 Erlingsson and Brysiewicz (2017) outline the steps that I followed to perform my 

conventional content analysis. First, exact words from participants’ audio or video recording 

served as an initial foundation for the creation of common themes to describe the phenomenon. I 

transcribed participants’ significant statements pertaining to the guiding research questions and 

highlighted shared words that participants used to describe the phenomenon, in this case what 

participants thought about their involvement and what roles they wanted to have in in the 

education of HCPs. Second, I considered my interpretations and impressions of the data so that I 

became aware of my preconceived notions that may have impacted my analysis. Then, I assessed 
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shared wording between participants and used these to develop codes that depicted 

commonalities. Finally, I sorted all codes into broad themes based on the meaning participants 

gave to their words and interpretations from the researchers. To increase trustworthiness, three 

researchers independently analyzed participants’ audio or video-recordings using the 

conventional analysis described above, and discrepancies between themes were discussed until 

consensus in themes was reached (Bengtsson, 2016; Erlingsson and Brysiewicz, 2017). 

Methodological Rationale 

 My reasons for using a basic interpretive qualitative approach (Merriam, 2002) with 

conventional content analysis (Hsieh and Shannon, 2005) for my research was two-fold. First, it 

allowed me to explore patients’ and caregivers’ thoughts about their involvement in the 

education of HCPs and how they would like to be involved openly and non-judgmentally, while 

also acknowledging that a degree of interpretation is expected from the researchers that cannot 

be removed from the subjectivity experience itself (Guba, 1981). Due to the existing research 

that is available concerning patients’ involvement in the education of HCPs (Towle and 

Godolphin, 2016) and that I, as a researcher, approach this topic with my own biases, my aim 

was to approach the data in a systematic fashion. Conventional content analysis allowed me and 

the research team to interpret meaning based on what the participants’ said (Hsieh and Shannon, 

2005) rather than on deductive reasoning that may have emerged from the comprehensive 

literature review done before conducting this study. It also helped me remove myself from data 

interpretation, as I focused solely on the words of the participants themselves. 

 Second, this approach allowed me to respect that every participant had their own unique 

perspectives based on their diverse characteristics that may not match others, but they will all 

share in and equally contribute to the same phenomenon under study. This research involved 

participants purposely recruited from a provincial patient advisory program, Health Quality 

Ontario, that focuses on patient engagement in healthcare. This purposive sampling technique 

allowed me to investigate commonalities among participants with similar backgrounds in order 

to gain a comprehensive view of the phenomenon, unaffected by those who had not experienced 

involvement in the education of HCPs. Ultimately, content analysis allows me to find common 

themes that describe the phenomenon under study, based on participants’ own words, while also 
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allowing me to acknowledge that participants have experienced the phenomenon from different 

contexts and their experiences are unique (Bengtsson, 2016) 

 

Positionality and Trustworthiness 

Trustworthiness of the researcher as ‘instrument’ 

  The subjectivity of a researcher as an ‘instrument’ in qualitative research can affect how 

data is collected, interpreted, and presented (Tufford and Newman, 2010; Creswell, 2013). I am 

aware I come at this topic with a degree of bias, as I have experienced a lack of voice in the 

education of HCPs as a patient and have preconceived notions of why and how patients want to 

be involved in the education of HCPs. By making my preconceptions known however, this 

allows me to practice self-awareness and reflexivity so I can separate my own experiences from 

those of participants’, and ultimately, increase the trustworthiness of my analysis. 

 I now present my positionality on patients’ active involvement in the education of HCPs, 

from two unique lenses, first as a long-term patient in both pediatric and adult healthcare settings 

and second, as a nurse. I discuss my position as a patient because this position has built the 

foundation of how I view healthcare today, has illuminated for me the importance of 

incorporating patients’ voices into the education of HCPs, and has influenced how I want to 

deliver care to patients as a HCP. 

Positionality 

 In 1993, I was admitted to a pediatric hospital in Ottawa for a diagnosis of hemolytic 

uremic syndrome caused by E.Coli 0157:H7; this has left me needing continued encounters with 

HCPs into adulthood. As a pediatric patient, I spent approximately two-months in hospital and 

many years receiving out-patient care. My first month in the hospital was spent in the intensive-

care unit receiving many life-sustaining measures, as most of my organs were failing. I received 

care from HCPs from many disciplines, some of which included physicians, nurses, 

physiotherapists and occupational therapists, and dietitians. My encounters with these HCPs 

continued after being discharged from the hospital and continued into my early adolescence. I 

am lucky to say that my encounters with HCPs as an adult-patient are minimal, but my long-term 

experiences as a patient have highlighted for me the importance of actively involving patients in 

the education of HCPs so that they can effectively deliver patient-centred care (PCC). 
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 As a patient, I believe I am in an ideal position to educate HCPs on how to deliver PCC. 

For example, my experiential knowledge as a pediatric patient, who felt unheard or unlisted to by 

HCPs, and as an adult patient, who experienced more autonomy in the care but less overall 

communication and interprofessional collaboration from HCPs in my care, positions me well to 

do so. Specifically, I believe that I can educate HCPs about the intrinsic skills, including their 

cognitive, social, and personal skills, that contribute to safe, efficient, and high-quality healthcare 

(Bloom, 2002). 

My position as a patient on patients’ active involvement in the education of HCPs. I 

believe patients, like myself, are in an ideal position to help educators develop patient-

simulations that focus on HCPs’ intrinsic skills and assess HCPs in their interactions with 

patients during these simulations.  For example, I can assess whether HCPs speak to me 

compassionately and in ways that I understand. Further, I am able to provide them with feedback 

on how to actively listen to patients, such as how to display positive body-language and an 

unrushed demeanour, so that patients feel comfortable sharing their experiences with HCPs and 

truly cared for. 

 I also have a strong belief that, in order to foster collaborative partnerships between 

patients and HCPs, active patient involvement in the education of HCPs needs to be normalized. 

To do this, patients need formal positions and titles in HPE that give them power and autonomy 

to teach HCPs in meaningful and in unstructured ways. These positions will contribute to HCPs’ 

abilities be reflexive in practice and work with patients to reach agreements in SDM processes 

(Thomas et al., 2020). 

 My positionality as a patient has highlighted my beliefs that patients are needed to 

educate HCPs on the realism behind patient experiences and perspectives so that they can 

critically assess what they need to change in their practices in order to improve their delivery of 

PCC. Further, I believe that it absurd for anyone to think that HCPs can engage in SDM practices 

with patients without respecting them as integral partners in their education. Therefore, I believe 

that patients need to have formal roles in the classrooms, where they share their experiences with 

HCPs on healthcare and perspectives on how to improve it, as well as participate in the 

development of curricula and clinical scenarios that incorporate patients’ experiences into the 

education of HCPs. Overall, my position as a patient clearly emphasizes that I believe patients 

need to have more active roles in the education of HCPs and a voice and presence at institutional 
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levels so that they can implement meaningful changes to the education of HCPs and thus, 

improve the delivery of PCC. 

My position as a nurse on patients’ active involvement in the education of HCPs. As 

a nurse, I wanted to use my experiences as a patient to help deliver appropriate and 

compassionate care to patients. I wanted to take time to listen to patients’ needs, provide them 

with care beyond their physical needs, and involve them as equal partners in their care. However, 

I was exposed to a harsh reality in clinical practice that the structure of our current healthcare 

education system makes it challenging to actively involve patients in the education of HCPs; yet, 

patients’ experiential knowledge with illness and the healthcare system ideally position them to 

educate HCPs, especially on how to deliver PCC. 

 As a nursing student, patient involvement in my education mostly occurred in clinical 

practice. These clinical encounters helped me learn interpersonal skills, such as communication, 

empathy, active listening, and flexibility in care. They also helped me reflect on what I can do to 

improve the care I provide to patients, such as the importance of slowing down and truly listing 

to their needs. Simply, clinical experiences with patients kept my education as a nurse real, such 

that they reminded me that ‘care’ extends beyond medical care. 

 Unfortunately, however, I also became aware of the power-differential that existed 

between me and my patients in the clinical-setting. I emphasize ‘my’ because I find many HCPs 

use this term to describe the patients they work with in clinical practice; it implies a sense of 

ownership, that, I believe, many HCPs are subconsciously unaware of. I also found many HCPs 

jaded from the pressures institutional demands put on them, such as maximum productivity 

within time constraints, which does little to support HCPs’ respect for patients as partners in 

care. Ultimately, I quickly acknowledged that, when patients are given formal teaching positions, 

such as in classroom-settings, their voices become more powerful and respected by HCPs, 

compared to in the clinical-setting. 

 Being taught by a patient in the classroom, for example, about his physical, social, and 

socioeconomic challenges with schizophrenia and bipolar disorder helped me gain more respect 

and understanding for him, and others suffering from similar challenges, compared to when I 

treated patients with similar mental illnesses in clinical practice. His voice in the classroom was 

the only one I, as a student, was listening to wholeheartedly; he was given an opportunity to be 

heard, not just as a patient, but as a person with valuable experiential knowledge to share. I took 



15 

 

from this experience, and others like it, although these classroom-encounters with patients were 

few, the worldview that there is no greater teacher than patients themselves to educate HCPs on 

how to communicate and collaborate in ways that foster partnerships in care. The only way 

patients will truly be heard by HCPs is if they have formal roles in the education of HCPs. 

 Overall, my experiences as a nurse and patient have highlighted that I believe that 

patients should be involved in formal and active roles as educators in HPE. Patients should teach 

courses on their experiences as patients; they should create curricula, such as simulations, case-

studies and lectures that reflect patients’ experiences; and they should have roles at the highest of 

institutional levels because this is the only way their voices will enforce effective and meaningful 

changes to the education of HCPs that improve the quality and patient-centredness of care. 

Trustworthiness of this study, based on my positionality 

 Despite the claim that it is inevitable to have a degree to subjectivity from researchers 

who interpret another person’s experiences, perceptions, and meaning they hold of a 

phenomenon, such as patients’ experiences in the education of HCPs (Rolls and Relf, 2006; 

Tufford and Newman, 2010; Creswell, 2013) Guba (1981) explains that trustworthiness of data 

can occur when researchers maintain an “optimal distance” (p.77) from participants’ perspectives 

and aim to understand the phenomenon from the participants’ point of view. By separating my 

own perspectives from those of participants on patients’ active involvement in the education, I 

help minimize the impact my own preconceived notions may have on data collection and 

analysis in this study and, ultimately, increase the trustworthiness of this study’s results. 

Potential Contributions of this Study 

 The potential contributions from my empirical thesis study are three-fold. First, it aimed 

to describe how patient involvement in the education of HCPs can be improved from patients’ 

own perspectives. This information can provide new insight and knowledge for educational 

leaders and HCPs on how to reduce barriers to and improve patient involvement in the education 

of HCPs (Towle et al., 2010). Further, by highlighting patients’ perceptions on what it means to 

them to be ‘active partners’ with regards to the roles they think they should have in the education 

of HCPs, educational leaders can make practice changes that align with patients’ expectations of 

how they want to be involved in the education of HCPs. 

 Second, my empirical thesis study aimed to illuminate the importance of incorporating 

patients’ voices into the education of HCPs. As I illustrate in the sections above, there has been 
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limited research on patients’ perspectives on their involvement in the education of HCPs (Jha et 

al., 2009a; Towle et al., 2010) or what they think their roles should be (Spencer et al., 2000; Jha 

et al., 2009). This knowledge, however, can help guide educational reform to support and sustain 

patient-led initiatives in health professions education (Spencer et al., 2000; Rees et al., 2007). 

 Finally, my study aimed to highlight that patients’ voices in the education of HCPs are 

essential to improving PCC and teaching HCPs how to engage with patients in SDM processes. 

Given that communication and rich dialogue are at the core of PCC, it only seems natural to open 

dialogues between HCPs and patients by including patients in the education of HCPs (El-Haddad 

et al. 2017; Kumagai et al., 2018). Specifically, patients’ can highlight competencies focused on 

HCPs intrinsic skills (Bergus et al., 2009; King and Hoppe, 2013; Hoffman et al., 2015; Sharma, 

2018) that are important to interprofessional PCC and SDM, such as communication, critical-

reflection, collaboration, teamwork, understanding of roles, and open-mindedness in practice 

(CIHC, 2010; Kunneman et al., 2019; Thomas et al., 2020) This has potential to improve 

competency-based medical education (CBME), an approach to learning that has aimed to set 

milestones in physicians’ abilities and skills during their education and career, especially in ways 

that move the assessment of HCPs skills’ away from ‘task-oriented’ to more problem-based 

assessment (Holmboe et al., 2010; Eva et al., 2016; Lockyer et al., 2017). This can help evolve 

CBME so that societal needs in healthcare and aspects of PCC are reflected in the education of 

HCPs (Downe et al al., 2007; Towle et al., 2010; Towle et al., 2016). 

 Overall, I hope this study helps improve the quality and sustainability of patient 

involvement in the education of HCPs. By exploring patients’ perspectives on why and how they 

want to be actively involved in the education of HCPs, I hope it fosters HCPs’ 

acknowledgements of the importance of communication and collaboration with patients as 

respected partners in care and in their education, and opens up avenues for such collaborative 

communication to occur (CIHC, 2020). 
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 Section 2: A Qualitative Study of Patients’ and Caregivers’ Perspectives on Educating 

Healthcare Providers 

 

Introduction 

Patients and caregivers (herein referred to as patients), can be actively involved in the 

education of healthcare providers (HCPs). However, HCPs have traditionally involved patients 

as passive educators and treated them as teaching or clinical ‘material’ on which to practice their 

skills (Towle and Godolphin 2011; Rowland et al. 2019). To move past this traditional 

involvement, we need to understand what patients think about their involvement in the education 

of HCPs and what roles they can play in the education of HCPs. Such an understanding will 

ensure that patients’ involvement provides appropriate benefits and outcomes for all those 

involved (Bennett and Blaikie, 2003; Boudreau et al. 2008; Towle et al. 2010; Dijk 2017). 

There are numerous benefits to patients and HCPs from patients’ active involvement in 

the education of HCPs. Patients feel empowered, gain new insights into their conditions, improve 

their communication with HCPs, and report high satisfaction in their care (Towle et al. 2010). 

Healthcare providers have also reported that learning from patients increases their overall 

learning satisfaction, empathy and understanding for vulnerable populations, and confidence in 

clinical skills (Towle et al. 2010; Oswald et al. 2014; Sharma 2018). They have also explained 

how patients’ experiential knowledge positively contributes to the realism and applicability of 

textbook learning (Bennett and Blaikie 2003, 2008; Oswald et al. 2014). 

The integration of patients’ voices into the education of HCPs is fundamental to 

improving the delivery of patient care (Towle et al., 2016) because patients educate HCPs on 

core concepts of patient-centred care (PCC), such as dignity, respect, communication, 

collaboration and how to involve patient in shared decision-making (SDM) processes (IPFCC, 

n.d.).The Institute of Patient-and Family-Centred Care (IPFCC, n.d.) has highlighted that 

“patients and families are essential allies...not only in direct care interactions [with HCPs], but 

also in...[the] education of health professionals” (p.1). For example, patient involvement in 

educating HCPs has brought “real learning experiences” (Langer et al., 2016, p.621) to HCPs’ 

education that encourage HCPs to reflect on their attitudes towards patients, how patients may 

perceive them, patients’ experiences with illness and the healthcare system, and how they should 

communicate in patient-centred ways (Langer et al., 2016;Oswald et al., 2014). Healthcare 
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providers’ abilities to learn how to practice in patient-centred ways have been attributed to 

patients’ improved health outcomes, satisfaction in care, and in the establishment of HCP-patient 

partnerships in care, which are essential to the “authentic SDM” (Thomas et al., 2020, p.414) 

processes between HCPs and patients (IPFCC, n.d.). Despite the benefits from patient 

involvement in the education of HCP however, patients are still not consistently integrated along 

the continuum of health professions education [HPE], nor has there been the establishment of 

respectful collaborative partnerships between patients and HCPs as a mainstream occurrence 

(Towle et al., 2016). 

The Vancouver Statement, which provides direction for HCPs on patient involvement in 

HPE, (Towle et al. 2016) has acknowledged that “institutional and educational barriers exist 

related to power [and] professional identity...which prevent patients from being heard” in the 

education of HCPs. Although Rees et al. (2007) have found that medical students feel that 

patient involvement in their education helps them “determine how they should act and feel as 

professionals” (p.374) and helps them build strong partnerships with patients, patients still feel 

that power-differentials between them and HCP makes their active involvement in the education 

of HCPs particularly difficult. For example, patients have expressed feeling “in the way,” (Liput 

et al. 2016, p. 1195) of HCPs and how one of the greatest limiters to their contributions to the 

education of HCPs is when HCPs do not receive and validate their contributions in accepting and 

reflexive ways (Lauckner et al. 2012; Liput et al. 2016; Hanson and Hanson 2017). Many 

patients have also feared whether they will be able to provide anything valuable to the education 

of HCPs (Towle et al., 2010; Towle et al., 2014). In effect, the power-differential that exists 

between patients and HCPs leaves patient feeling like they cannot communicate or collaborate 

with HCPs in meaningful and transparent ways (Langer et al. 2016). However, these are 

elements of the patient-HCP partnerships that are essential to patients’ active involvement in the 

education of HCPs and in the delivery of PCC overall (Thistlethwaite, 2017). 

 Moreover, what patients want to teach HCPs may not always align with what HCPs 

expect to learn from patients (Bennett and Blaikie 2003; Towle et al. 2016). Bennett and Baikie 

(2003) have explained how patient-educators bring “unplanned and unintended consequences to 

educational practices” (p. 105). Further, nurse-educators have described feeling that “it is 

difficult to predict what a [patients] will bring to the classroom” (Felton and Stickley, 2007, 

p.93), and this can be problematic to “ensuring certain material is covered in the curriculum” 
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(p.93). Therefore, HCPs have expressed that patients should receive training when involved in 

their education because they want patient-educators to “clearly link [their teachings] to learning 

objectives” (Jha et al., 2009b, p.452). Overall, this acts as a barrier to patients’ autonomy to teach 

HCPs on topics and in ways that truly matter to them, such as how to deliver PCC and 

effectively collaborate with patients as ‘partners’ in SDM processes (Repper and Breeze, 2007; 

Boudreau et al., 2008; Levinson et al., 2010). 

  

 Ahuja and Williams (2005) have emphasized that “patients and carers have first-hand 

experience of how the healthcare system [should] work... [and this makes them] a valuable 

resource as potential teachers at all stages of medical education” (p. 374). Further, the Vancouver 

Statement (Towle et al., 2016) suggests that, in order to effectively integrate and sustain patients’ 

involvement in HPE, patients need to be involved early and throughout all stages of HPE, and 

their perspectives on their involvement in the education of HCP need to be incorporated into 

policies and practice. This involvement will help breakdown power-differentials between HCPs 

and patients and will help patients gain autonomy to educate HCPs in meaningful ways to them. 

However, despite there being an increase in research exploring patients’ experiences educating 

HCPs over the last 20 years (Towle et al., 2010; Towle and Godolphin, 2011), there has been a 

lack of guidance for educational leaders on how to incorporate and sustain patients’ active 

involvement in the education of HCPs (Downe et al., 2007; Mckeown et al., 2010), partly due to 

patients’ own perspectives on this topic rarely being explored (Jha et al., 2009b; Towle et al., 

2010; Towle and Godolphin, 2011; Dijk, 2017). Thus, this qualitative study focused on the 

following research questions: 

1. What do patients think about patient involvement in the education of HCPs? 

2. From patients’ perspectives, what roles can patients play in the education of HCPs? 

Method 

Design and Context 

To explore patients’ perspectives on this topic, we conducted one-on-one semi-structured 

interviews with patients who have experience educating HCPs in informal or formal educational 

settings (e.g., in hospitals, classrooms, clinics, the community, bedside). We originally recruited 

patients for an interview to create content for a graduate course at a Canadian university. The 
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course, aimed at HCPs, focused on strategies for actively involving patients in the education of 

HCPs. 

Participant Recruitment 

We purposively recruited adults who identified as patients and were associated with a 

provincial patient advisory program that focuses on patient engagement in healthcare. We then 

contacted the 28 interviewees by email (See Appendix A for Participant Invitation Email) to 

obtain informed consent for a secondary analysis of their interview data for the present study. 

Twenty-seven interviewees consented to the secondary analysis of their interviews (See 

Appendix B for Participant Consent Form). 

 

 

Data Collection 

Two authors (KM and HA) conducted interviews in person, by phone, or by video 

conference, depending on each patient’s preference. The semi-structured interviews ranged in 

length from 30 to 60 minutes, were audio or video recorded, and transcribed verbatim. All 

participants provided verbal consent prior to the interview. The interview guide consisted of 

twelve questions focusing on patient involvement in the education of HCPs and the roles patients 

can play in educating HCPs in formal or informal settings. 

Data Analysis 

We used conventional content analysis to analyze the interview data (Hsieh and Shannon 

2005). Our goal was to identify themes present in more than one interview. Two authors (HA 

and CG) independently analyzed the interview data and noted their analytic processes to enhance 

the trustworthiness of the analysis. First, they listened to or viewed the interview recordings from 

start to finish. Second, using the transcribed interviews, they coded the data inductively, 

identifying themes across participants. Given that some participants did not participate by video, 

they did not analyze the non-verbal cues of participants who participated by video. Instead, they 

used the participants’ words to develop their individual initial coding schemes (Hsieh and 

Shannon 2005). Third, they used these schemes to code the data and identify themes. Fourth, 

they met to compare and merge their coding schemes. In this meeting, they resolved any 

discrepancies in their coding and identified themes. Together, they then decided on exemplar 

quotations for each theme. To further increase the trustworthiness of the analysis, two other 
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authors (KE & KM) also independently listened to or viewed the interview recordings. The 

authors then met to engage in a peer debriefing process (Guba 1981), where they discussed and 

confirmed the identified themes as well as reached consensus on which exemplar quotations to 

use for reporting purposes. 

Results 

Participants 

Throughout their interviews, participants positioned themselves as activists, advocates, 

parents, and partners in healthcare. Twenty (74.0%) participants identified as patients, five 

(18.5%) as caregivers, and two (7.5%) as both patients and caregivers. Twenty (74.0%) 

participants identified as female. 

What do patients think about patient involvement in the education of HCPs?  

The participants in this study believe that patient involvement in the education of HCPs: 

(a) is challenging because of power-differentials between themselves and HCPs; (b) requires 

patient training; (c) needs to start early in HCPs’ education process; (d) can improve patient-HCP 

partnerships; and (e) requires compensation for patients. We summarize each of these themes 

herein and present additional supporting quotations in Table 1. 

Patient involvement in the education of HCPs is challenging because of power-differentials 

between themselves and HCPs 

The participants thought that patient involvement in the education of HCPs is challenging 

because HCPs are in positions of power over patients. The participants reflected on their past 

educational experiences with HCPs and believed that HCPs were, at times, condescending to 

them and viewed the information that they shared as an unnecessary hindrance. As one 

participant explained, “I think some [HCPs] certainly find [my involvement] a hindrance. I think 

the more experienced ones think, ‘I’ve been there, done that” (P25). Further, the participants 

expressed how some patients feel intimidated at the prospect of educating HCPs. As, one 

participant articulated, “I was experienced enough to stand up for myself, you know, to talk at 

equal levels [with the HCP], but you have to be pretty sure of yourself in order to speak frankly” 

(P10).  Overall, the participants noted that some patients are uncomfortable being involved in the 

education of HCPs given that power-differentials exist. Whereas, another stated, “I think that it’s 

sometimes hard to get patients and people around them to contribute because they have a 

preconceived notion that trained HCPs know better and more than what they do and so they’re 
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reluctant to give their input” (P16). Overall, the participants noted that some patients are 

uncomfortable being involved in the education of HCPs given the existing hierarchy of 

healthcare. 

Patient involvement in the education of HCPs requires patient training 

The participants thought that patient involvement in the education of HCPs requires 

training for patients who are or want to be involved in it. They highlighted how patients have 

something to teach HCPs, but not all patients know how to approach the topic or communicate 

their stories in an educationally meaningful way to HCPs. As a participant exemplified:   

For patients, I think [the challenge] is how to tell our story so that it’s general enough for 

across patients and be useful across patient…We need education on how to [teach HCPs] 

too, as patients...Sometimes it’s been really easy for me to wear my patient hat, [but in] a 

meeting the other day, ‘I’m going, I don't have much to offer here’...and I didn’t want to 

pretend I had something to offer when I didn’t (P19). 

The participants also raised the idea of the ‘right’ kind of patient to be an educator. They 

acknowledged that “you have to have patient speakers who are able to stay on track” (P21) and 

are “able to put their message into a format that will be suitable for the audience” (P18). Further, 

they noted, “When you get the right people involved in the system and in the classroom, [patient 

involvement] would be accepted [by HCPs]” (P05). Overall, the participants believed that 

training would provide patients with the support needed to become effective and valuable 

educators. 

Patient involvement in the education of HCPs needs to start early in HCPs’ education process 

        The participants thought that patient involvement needs to start early in the education of 

HCPs in order to foster positive mindsets among HCPs and normalize patient involvement across 

educational settings. As one participant described: 

I think by introducing [patient involvement] into the education setting, it would help to 

take the fear out of it [for HCPs]... [Students] kind of say, it was a positive experience, 

we learned something...and it was done in a non-threatening way, and we welcome 

feedback in a clinical setting because we already had an exposure (P17). 
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In addition, the participants expressed that early patient involvement helps create a new 

generation of HCPs who value and respect such involvement in the education of HCPs. For 

instance, as one patient explained: 

As far as the involvement of patients, it needs to be at various levels [of training], like not 

at the final, but as an introduction when people are considering the healthcare profession 

for schooling...It is part of the new healthcare, so to embrace that, I think that’s necessary 

and is a good part of their education (P28). 

Throughout the interviews, participants highlighted this idea of a new health education system 

where patients’ voices are embedded in all aspects of HPE. 

Patient involvement in the education of HCPs can improve patient-HCP partnerships 

The participants thought that their involvement in the education of HCPs can improve 

patient-HCP partnerships and thus, improve their satisfaction with the healthcare they receive. 

To elaborate on how patient involvement in the education of HCPs can improve patient-HCP 

partnerships, the participants recounted patients’ clinical interactions with HCPs that were 

“meaningful, honest, [and those which portrayed] transparent communication in real-time” 

(P11). The participants believed that, when patients have opportunities to teach HCPs about how 

to effectively interact with patients, communication between them and HCPs “becomes richer” 

(P15) and thus, both patient-HCP partnerships and healthcare delivery improves. The 

participants also reflected on the importance of having patients teach HCPs about “[patients’] 

preferences, their cultural preferences, their financial situation, whatever’s going on in their life, 

not just taking care of what’s [medically] wrong with them” (P07). They argued that such 

teaching has tremendous impacts on how HCPs interact with patients, the quality of patient-HCP 

partnerships, and the care that patients receive.   

Patient involvement in the education of HCPs requires compensation for patients 

The participants advocated that patients need compensation for their involvement in the 

education of HCPs. They believe that such compensation encourages HCPs to view patients’ 

involvement as a formal educational partnership. Participants articulated that patients do not 

have the same energy as HCPs and yet they are actively involved in curriculum and admission 

committees, in educational research, and in course delivery. For example, one participant 

expressed how: 
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The biggest limiter to me not doing more is not getting paid. It devalues anything I say, 

my mere presence. It brings up tokenism. If patients are to be seen as integral parts of the 

healthcare system in educating HCPs, then they need to be paid for their expertise…. 

Asking me to do more volunteer time is more a hardship on me than on someone healthy, 

but then someone healthy isn’t going to give you the information you need (P06). 

Other participants also reiterated the idea of tokenism in advocating for patient compensation. A 

participant explained, “patient involvement is seen as this tokenistic activity, rather than really 

acknowledging them as experts in their own subject” (P08). Ultimately, the participants think 

that patient compensation is one powerful way of showing patients and HCPs that patient 

involvement in the education of HCPs is valuable and important.     

[INSERT TABLE 1 HERE] 

From patients’ perspectives, what roles can patients play in educating HCPs? 

         The participants identified the following roles that patients can play in the education of 

HCPs: (a) teaching HCPs about patients’ expectations, experiences and perspectives through 

case studies, storytelling, and research; (b) providing direct feedback to HCPs; and (c) advising 

on curricula development and admission boards for HCPs. In addition to the descriptions below, 

Table 2 highlights key quotations associated with each category. 

Teaching HCPs about patients’ expectations, experiences, and perspectives through case 

studies, storytelling, and research 

         The participants highlighted how patients can teach HCPs about their expectations, 

experiences, and perspectives. Specifically, they view case studies as one important strategy to 

teach HCPs because they initiate dialogue between patients and HCPs that support HCPs’ 

understanding of patients' perspectives. As described by one participant: 

I imagine that sort of case studies might be beneficial…. you know, we’re going to sit 

down and assess, here’s what the patient heard, here’s what the patient understood, here’s 

what the patient’s expectations were… As the doctor, what did you see? And here's what 

the patient saw … [teaching the HCPs] to see if we can bridge the gap in communication 

(P25). 

They also suggested that patients can use storytelling as a way to teach HCPs about patients’ 

expectations, experiences, and perspectives. Many of the participants reflected on how they use 

storytelling at corporate orientations, in training videos, or in social media postings to teach 
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HCPs. Participants think storytelling helps HCPs understand, from patients’ perspectives, what 

they need to change in practice to improve their delivery of care: 

 In the academic setting, I think there should be a component where patients actually 

provide information to those healthcare providers, like they tell their patient stories. I 

think that’s really powerful, certainly to hear a story in person of things that have gone 

wrong and also things that went well (P23). 

Furthermore, the participants expressed their desires to teach HCPs through engaging in HPE 

research. They thought that it is important for patients to be involved in HPE research from the 

outset, including providing input on patient-oriented research objectives and priorities. As a 

participant summarized: 

I think, to meaningfully engage folks, to engage patients in research, you have to start 

from the beginning. Like, when you have an idea to do the research, that’s when you 

bring in, not just one patient, a number [of patients]. You transparently say to them, ‘you 

know, this is my research question, what are your research questions, what do you think 

this research ought to achieve?’ It’s really important for patients to be able to shape the 

trajectory of the research [because] you’d want to see a direct output that will lead to 

better patient care and better patient experiences (P02). 

Overall, the participants highlighted that their roles in research are key to developing patient-

centred and relevant research as well as a way of contributing to HPE. 

 

 

 

 

Providing direct feedback to HCPs 

The participants expressed the importance of being able to provide HCPs with immediate 

real-time feedback in the assessment of intrinsic skills, such as communication and empathy. In 

particular, they explained how involving patients as mentors or in role-playing capacities could 

provide HCPs with valuable, current, and relevant feedback on these skills. As one participant 

shared, “feelings aren’t usually about ‘did you look in my ear canal correctly?’ It’ll be more 
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about how did the HCP make me feel? Were they empathetic?” (P26). Another participant 

outlined the importance of “recognizing that patients can’t evaluate surgical techniques, but they 

can provide feedback on how a simulated clinical interview went” (P15). Overall, participants 

believed that their feedback provided insight to HCPs that they cannot learn from textbooks or 

academia alone. 

Advising on curricula development and admission boards for HCPs 

Participants expressed wanting to be involved, as advisors, in curricula development and 

on admissions boards for HCPs. In terms of curricula development, they noted a desire to review 

and improve existing curricula rather than develop it from scratch. They explained how “We 

weren't involved in the content [of the curriculum]. We were provided the content, to, then 

critique...” (P17). Another participant stated: 

“Have [the patient] review the curriculum...say, okay, this is where I think you can put 

this in, this is what I think you could do here...I’d be going through the curriculum, trying 

to find out what the objectives are and where I could insert patient experience to improve 

the curriculum” (P05).   

Overall, participants thought their involvement in curricula development would help 

facilitate the integration of patients’ perspectives and experiences and would help HCPs 

understand how patients’ experiential knowledge can enrich curricula. The participants also 

expressed the importance of having patients advising on admission review boards for HCPs’ 

programs (e.g., nursing schools, medical school), especially in regard to assessing potential 

HCPs’ intrinsic skills. As one participant exemplified: 

Perhaps the patient partner could be part of a reviewing panel, looking at somebody’s 

statement of intent, why they want to be involved in the program…. If candidates could 

be given feedback on what they expressed, [what it] feels like from the point of view of 

compassion and empathy from a patient's point of view, to give them an opportunity to 

learn and grow, that could be really helpful (P15). 

 In sum, the participants noted that their expertise offers invaluable knowledge for improving 

curricula as well as screening HCP applicants to ensure that they have appropriate intrinsic skills 

that will enhance healthcare delivery. 
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[INSERT TABLE 2 HERE] 

Discussion 

 The participants in this study shared their perspectives on the involvement and roles of 

patients in the education of HCPs. The participants believed that patient involvement in the 

education of HCPs is challenging because of power-differentials that exist between HCPs and 

patients but that it can improve patient-HCP partnerships. Further, they highlighted how patient 

involvement requires support, training, and compensation. They also noted that it needs to start 

early in the education of HCPs. Regarding roles, patients want to teach HCPs about their 

expectations, experiences, and perspectives through case studies, storytelling, and research. They 

also want to provide real-time feedback on HCPs’ intrinsic skills as well as advise educators on 

curricula development and admission criteria. 

These study findings align with those of others. For example, researchers suggest that 

power-differentials between patients and HCPs are barriers for patient involvement in HPE 

(Towle et al. 2010; Langer et al. 2016). Moreover, the participants in the present study alluded to 

the notion of creating a ‘new generation’ of HCPs who are accustomed to active patient 

involvement in the education of HCPs. Similarly, Rees et al. (2007) describe how patient-

educators often use words such as “fresh and new” (p. 372) to describe the malleability of 

medical students when patients are involved from the onset in their education. This idea is also 

supported by Towle et al. (2010) who acknowledge that HCPs need to become used to active 

patient involvement in education processes so that they can accept it as the norm and not believe 

that patients are devaluing or challenging their medical or health training. In order to facilitate 

and develop this new generation of HCPs, the participants in the present study suggested that 

patient involvement should start at the onset of education for HCPs. Such early involvement can 

help to normalize patient involvement in the education of HCPs and prevent negative mindsets 

about it (Brett et al. 2014; Towle et al. 2014). 

Participants also thought that patients need training to be involved in the education of 

HCPs. In alignment with other studies, patients value “knowing the learning needs” (Boylan et 

al., 2011; p.141) of HCPs they are educating so that they can adequately prepare discussions and 

teaching material. They also feel that training helps reduce their anxieties about educating HCPs, 

helps HCPs view patient-educators as legitimate partners in their education, and helps patients 
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provide HCPs with specific feedback that they can then use to modify their practices (Wykurz 

and Kelly 2002; Bokken et al. 2010). Further, when patient-educators are trained to teach and 

assess HCPs’ examination skills, medical students demonstrate improved skills on objective 

structured clinical examinations (OSCEs) (Barley et al 2006; Allen et al. 2011). Alike patients in 

this study, many others value training to act as educators. 

In contrast to participants’ support for training however, it has been suggested that 

training for patients takes away from their authentic voices, as they become too 

“professionalized” (Jha et al., 2009b, p.454) when influenced by academic worldviews. 

However, Cheng and Towle (2017) have found that patients, while they feel that their personal 

experiences help them in patient-educator roles, training is still a necessary support. Therefore, 

many studies have suggested a ‘peer-led’, rather than a ‘faculty-led’, approach to patient-

educator training because this will help preserve the authenticity of patients’ voices and 

perspectives (Aamodt et al., 2006; Boylan et al., 2011; Cheng and Towle, 2017; Hanson and 

Hanson, 2017). However, Jha et al. (2009a) have found that only about 10% of studies on active 

patient involvement in HPE have identified ‘patient-led’ training initiatives, which suggests that 

current patient-training policies are in need of reform. 

Alongside this training, the participants in the present study advocated for compensating 

patients for their involvement in the education of HCPs. Other studies describe how 

compensation, especially in the form of payment, for patients helps HCPs recognize and 

legitimize patients’ active involvement in the education of HCPs (Towle et al. 2010), as well as 

helps make patients feel like equal partners in education processes (Wykurz and Kelly 2002; 

Brett et al. 2014). As Wykurz and Kelly (2002) explain, payment leads to patients being 

“colleagues in medical training” (p. 821), which helps mitigate tokenistic involvement. Patients 

also explain how being compensated for their efforts increases their satisfaction in teaching 

medical students and makes it more likely they will continue to act as educators in the future 

(Gecht, 2000). 

Although both medical-educators and patients have agreed that patients should be 

compensated for their involvement in HPE (Downe et al., 2007; Rees et al., 2007), how and what 

patients are paid is still up for debate (Rees et al., 2007). Some patients have expressed that their 

compensation needs to be monetary (Rees et al., 2007), while others say they would contribute in 
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order to gain an academic title (Towle et al., 2010, p.70). Further, some patients argue that 

compensation needs to cover more than just their contact time with students; it needs to cover 

preparation, debriefing time (Rees et al., 2007), and any travel-expenses (Coleman and Murray, 

2002). In contrast, others express concerns that compensation removes the altruistic act of 

‘giving back’ to the community (Coleman and Murray, 2002; Towle et al., 2010).  Overall, this 

study supports that patients value monetary compensation and most studies support this finding 

(Downe et al., 2007; Rees et al., 2007; Morgan and Jones, 2009). However, more research into 

patients’ perspectives on this topic could help guide faculty on how to fairly compensate patients 

for their involvement in educating HCPs (Rees et al., 2007; Towle et al., 2010). 

In addition, the participants in this study emphasized that patient involvement can 

improve patient-HCP partnership, especially through improved communication and better 

understandings of patients’ needs and satisfaction with care. Simply, findings from this study 

support that patients feel that their involvement in the education of HCPs will improve HCPs’ 

abilities to deliver PCC. Other studies report similar findings and show that patient involvement 

in the education of HCPs leads to strengthened relationships and partnerships between patients 

and HCPs (Gecht 2000; Langer et al. 2016; Moreau et al. 2019) because it eases communication 

challenges and provides HCPs with greater understandings of patients’ contexts and care 

expectations (Oswald et al. 2014). This is essential to HCPs abilities to truly hear, actively listen, 

and involve patients during SDM processes in their own care (Thomas et al., 2020), where they 

have “productive interactions” (Badaczewski et al., 2017, p.1346) that support open and 

transparent dialogue (Kuper et al., 2017; Kumagai et al., 2018). Further, many studies emphasize 

that collaboration between patients and HCPs in HPE creates strong partnerships (Clinton 1999; 

Bennett and Blaikie 2003; Felton and Stickley 2004), which are key to breaking down 

challenging power-dynamics and hierarchies that get in the way of such partnerships in SDM 

processes, and in PCC in general (IPFCC, n.d.). 

To further improve patient-HCP collaborative partnerships in care, the participants also 

emphasized patients’ abilities to teach and assess HCPs’ intrinsic skills, including empathy and 

communication, through case studies and storytelling. Cheng and Towle (2017) support the use 

of such strategies and describe how they can stimulate HCPs’ self-reflection. Spiro (1992) 

explains that as medical students move through their education, they “harden themselves against 
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empathy...[but the] mind and spirit of the patient...can [open up] conversation[s]” (p.844) that 

help physicians restore empathy by stimulating reflection and insight into patients’ experiences. 

Self-reflection or reflexivity in practice, where HCPs aim to become aware of their own 

worldview so they can minimize how it impacts others’, is also central to HCPs abilities to 

provide patients with PCC (Crossley et al., 2005; Kuper et al., 2017; Thistlethwaite, 2017; 

RCPSC, 2020). As Kilgour (2016) summarizes, clinicians’ critical reflection on patients’ 

healthcare experiences is essential to their ability to re-construct their values so they align with 

the values of PCC. This idea is also emphasized in other studies where HCPs improve their 

empathy, compassion, and overall understanding for patients who face stigmas, such as those 

with mental illnesses, by engaging in ongoing communication and collaboration with them and 

enabling them to teach and provide direct and immediate feedback on their skills (Gecht 2000; 

Barley et al. 2006).  Moreover, the literature notes that HCPs view feedback from patients, 

especially on their intrinsic skills, as positive learning experiences (Langer et al. 2006; Manafo et 

al. 2018; Moreau et al. 2019) that provide them with insights into their skills that may be 

overlooked or not witnessed by educators who are faculty members (Jha et al. 2009b; Cheng and 

Towle 2017). HCPs can then use this patient feedback to modify their clinical practices and meet 

patients’ needs (Towle and Godolphin 2011; Moreau et al. 2019). 

The participants also believed that patients’ expectations, experiences, and perspectives 

can guide HPE research. There has been recent emphasis to include them as partners on research 

teams, study boards, and advisory councils (Domecq et al., 2014; Manafo et al., 2018); patients 

feel empowered when they are involved in the design of patient-oriented research projects that 

have the potential to improve patients’ health outcomes and quality of care (Hanson and Hanson, 

2017). Further, researchers report a “better alignment of research objectives” (p.11) and 

“improved research effectiveness” (Manafo et al., 2018, p.11) when patients are involved on 

research teams. They also describe how patients’ involvement on research teams “steer agendas 

and outcomes” (Shippee et al., 2015, p. 1155) based on patients’ needs, which “improves study 

designs and applicability” (p.1155). A review of the impact of patient involvement in research 

also suggests that early involvement helps funders identify patient-pertinent research proposals 

(Brett et al. 2014). Overall, many agree that patients’ voices in research “increases the legitimacy 
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and rationality of decision-making [in health research] and improves [patient]-centred care” 

(Domecq et al., 2014; Shippee et al., 2015; Manafo et al., 2018, p.11). 

Finally, the participants in this study described how patients can play advising roles on 

admission committees to assist programs in selecting future HCPs with excellent intrinsic skills. 

While studies have supported that patients can effectively teach and assess HCPs intrinsic skills 

(Barley et al. 2006; Allen et al. 2011; Moreau et al. 2016), others have highlighted that patients’ 

participation in the admission interview process can help identify candidates who exemplify the 

core components of PCC (Sims and Lynch 2016; Towle et al. 2016), such as effective 

communication, collaboration, and respect for patients’ autonomous voices in their own care 

(IPFCC, n.d.). Moreover, the participants noted that patients can advise on the development of 

curricula for HCPs. Although research emphasizes that patients’ roles in curricula development 

are lacking (Jha et al. 2009a; Towle et al., 2010), researchers advocate that this role is important 

and beneficial (Towle and Godolphin 2015). For example, Towle and Godolphin (2011) and 

Bennett and Baikie (2003) emphasize that patient involvement in curricula development 

promotes student-centred learning and brings aspects of critical reflection and patient insight into 

HPE that faculty-led education fails to offer. Furthermore, Towle et al. (2016) explain that 

patients’ involvement in HPE at institutional levels, including participation in both curricula 

development and on admission boards, is key to changing accreditation standards that reflect 

improvements to PCC, as well as promoting policy and institutional changes that support 

patients’ involvement in HPE.   

Overall, a common theme presented among participants in this study was that the lack of 

communication between patients and HCPs is the central barrier to patients’ active involvement 

in the education of HCPs. The Canadian Interprofessional Health Collaborative (CIHC, 2010) 

framework, which outlines competencies HCPs should strive for in order to practice in patient-

centred ways, also emphasizes that communication is key to appropriate team functioning, 

collaborative leadership, HCPs understanding what patients expect from HCPs’ roles, and 

conflict resolution. It also emphasizes that patients and HCPs must communicate and collaborate 

in trusting, respectful ways that support SDM and partnerships. However, in order to educate 

HCPs on these elements of collaborative practice, interprofessional education requires patient 

involvement so that HCPs learn the attitudes and behaviours needed to practice collaboratively 
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with patients in care (CIHC, 2020). Therefore, it is imperative that HCPs listen to patients 

themselves with regards to why and how they want to be involved in the education of HCPs 

(Felton and Stickley, 2004; Rees et al., 2007). 

Limitations 

This study has three main limitations. First, several participants reflected on their 

involvement in medical education rather than in the education of other HCPs. Thus, we 

recommend further explorations of patients’ perspectives and roles in other specific health 

disciplines (e.g., nursing, allied health). However, despite these limitations, this study highlights 

that patients want to be involved in the education of HCPs. Third, patient-participants in this 

study were not involved along the research process. Literature supports that such involvement 

enriches research objectives, outcomes, and effectiveness (Domecq et al., 2014; Shippee et al, 

2015; Manafo et al., 2018). However, this study illuminates that patients want to be involved as 

partners along the health research process. Finally, patients’ and caregivers’ perspectives were 

presented together. Given that there were five participants in this study who identified as 

caregivers, rather than patients, it would be interesting to delve deeper into whether there are 

differences in experiences based on whether participants identified as a patient or a caregiver. 

Conclusion 

 This study provides direction to educational leaders on how to involve patients 

meaningfully and appropriately in the education of HCPs. It suggests that patients' involvement 

in the education of HCPs can be challenging but that it can improve patient-HCP partnerships 

and enrich patients’ healthcare experiences, especially if we introduce it early in HCPs’ 

education process and strive to sustain it. Ultimately, patients hold unique knowledge and 

perspectives that HCPs and faculty-educators do not, and thus, they have much to offer to the 

education of HCPs. Educational leaders need to listen to patients' perspectives and act on this 

topic so that we can effectively and appropriately change patient involvement and patients’ roles 

in HPE. 
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Tables 

Table 1 

Patients’/Caregivers’ Perspectives on their involvement in HPE: Themes and Supporting 

Quotations 

 

Theme Supporting Quotation 

Patient involvement in the education of HCPs is 

challenging because healthcare is hierarchical

  

There are some healthcare professionals who 

regard [patient involvement in HPE] as an 

opportunity, but there are many others who sort 

of say, well, what qualifications does a patient 

have to provide feedback on that and tell us what 

to do? And I think the answer to that is, no, a 

patient can’t tell the professional what to do, but 

they may have some say in how they do it. (P15) 

 
I think, sometimes, you know, there is a bit of a 

power dynamic, where, obviously, I’m not 

trained in medical education, but I think my 

opinion is valid and my views are valid, and I 

think there is a place for always being open to 

hearing from different perspectives. (P01) 

 
I think also that it’s sometimes hard to get 

patients and people around them to contribute 

because they have a preconceived notion that the 

trained healthcare providers know better and 

more than what they do and so they’re reluctant 

to give their input. (P16) 

Patient involvement in the education of HCPs 

requires patient training 
You have to be armed with, you know, some 

skill, and  how to speak to a senior , and you 

know, take an interest in them, and ask them 

personal questions, like take an interest in their 

well-being, and then you ask questions. You just 

keep asking questions...You have to have the 

right candidate [to be involved in HPE] (P09) 

 
There’s a kind of power-imbalance in the sense 

that you’re asking for help from someone who 

has particular training and occupies a particular 

role, and it’s a bit intimidating. Unless you’ve 

got some prior working relationship with that 

person…[it’s] very hard to do. So, involving 

patients in the education of healthcare 

professionals is going to require some 

preparation of those patient partners…(P15) 
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Patient involvement in the education of HCPs 

needs to start early in the HCPs’ education 

process 

 

 

When you bring in a patient on your very first 

day of five years of residency, it sends a very 

different message about the role that patients 

play in your medical education than, if you just 

throw them in half way through your 4th or 5th 

year [of medical school]. So, I think we need to 

start early and normalize it. (P02) 

 
If you're saying that patients are at the center of 

everything we do, it has to be taken further to the 

education aspect because, in the education of 

healthcare workers, it’s better for them to learn 

before they get out and develop some bad habits. 

The only way to create a new healthcare system 

is involving them [patients and caregivers] in an 

updated educational plan. (P05) 

Patient involvement in the education of HCPs 

can improve patient-HCP partnerships 
I feel more empowered when I’m in that [patient 

involvement] setting because I really feel like I'm 

being heard, I’m being understood, and I feel like 

it’s a two-directional conversation that we’re 

having... and the dialogue is much more warmer. 

I feel like I have a better relationship and 

partnership with them [medical students]. (P24) 

 We are probably at a stage now in many 

healthcare organizations where there is the 

opportunity for patients and family members to 

express their views, but I think that this 

relationship is evolving from talking to one 

another, to engaging with one another, and truly 

starting to develop a partnership of care…I do 

believe that (P11) 

Patient involvement in the education of HCPs 

requires compensation for patients 

 

 

Compensation is another factor, like, I’m already 

spending tons of money for my child who has 

disabilities, and I can’t afford to, you know, 

spend more money, just out of my own pocket. 

And, I think it is something that researchers 

should value...If you’re going to involve a parent 

or a family member, you should also compensate 

them somehow (P01) 

 It takes a lot of work [to be involved in health 

professional education], so, you know, naming 

this work as such, compensating people fairly for 

their energies, emotional labour and time they 

spend in doing the work is really really important 

(P02) 
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Table 2 

Patients’/Caregivers’ Perspectives about their roles in HPE: Themes and Supporting Quotations 

Theme Supporting Quotations 

Teaching HCPs about patients’ expectations, 

experiences, and perspectives through case 

studies, storytelling, and research 

The work of teaching medical professionals, in 

any kind of a way, is an emotional labour. And, I 

think we have to name it as such. Storytelling 

shouldn’t be the only form of educating that 

we’re doing, but inevitably, storytelling plays an 

important role. And to tell one’s story, and to 

present it in a ‘palatable and socially acceptable 

way,’ it takes a lot of work. (P02) 

 
I think we’re doing it [involving patients and 

caregivers] in real time, in the hospital floors, in 

doctors’ offices...that is one method of doing it. I 

think though…[we] need to identify ways and 

means of consciously incorporating it into the 

curriculum and in the teaching process… I think 

that case studies offer one mechanism to bring to 

the attention of aspiring healthcare workers, how 

a certain situation, a certain challenge, was 

confronted and how the involvement of patients 

and their families made that a more 

satisfactory…I would be a strong proponent  of 

engaging patients and their families in working 

with healthcare providers to develop case studies 

that can then become the content for certain 

coursework. (P11) 

Providing direct feedback to HCPs 

 

 

What if students had a safe manner in providing 

direct feedback to the students? Setting that up 

may be challenging to make it safe, and my one 

concern is that it be non-evaluative [pause]. I 

don't feel comfortable if I'm giving feedback to 

say you did a good job [or] you did terrible. 

What I am perhaps more effective and trained in 

is to say this made me uncomfortable [or] this 

part made me feel really comfortable [pause]. So, 

content-based feedback, but not evaluative. (P19) 

 
I think being able to get patient feedback before 

they leave the hospital or wherever they 

are..Give them the opportunity to provide 

feedback, whether they're given an ipad, they can 

quickly check things off, whether they prefer to 

fill out a short form, which helps to indicate to us 
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[HCPs] how to ask those relevant questions as far 

as whether their HCPs are engaging them more 

in their care process (P23) 

Advising on curricula development and 

admission boards for HCPs 

I think having a focus group or a group of 

patients review the curriculum to see what 

aspects of it touch on patient engagement…For 

example, if they are having to learn a clinical 

skill, how do they engage the patient in the care 

process, and the treatment process, the discharge 

process? Because I think, certainly that’s a 

challenge for many healthcare providers now. 

(P23) 

 
For admission criteria, I’d be inclined to have 

expert patients sitting in on interviews or the 

designing of the process. One of the things that 

[you could do] is a role-play, and just see how 

they interact. Do they have that empathy? So 

that’s something I would definitely be looking 

for in healthcare workers. (P06) 
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Appendix A 

Participant Invitation Email 

Thank you again for participating in the creation of a video- or audio-recording for our graduate 

course that focuses on current evidence as well as strategies for actively involving 

patients/caregivers in health professions education at the University of Ottawa. 

 

Given the high-quality and important information provided in the video- or audio-recordings, we 

would like to thematically analyze them for research purposes and publish a paper on the 

findings. 

 

In order to use your video- or audio-recording for research purposes we need to obtain your 

consent. To provide us with your consent to use your previously developed video- or audio-

recording, we ask that you review the attached consent form and then respond to this email 

with the following statement: 

 

“I have read and understand the attached consent form, and I am giving my consent for the 

use of my video- or audio-recording for the purpose of the research project entitled, A 

Thematic Analysis of Patients’/Caregivers’ Video- and Audio-Recordings for a Health 

Profession Education Course, which is being conducted by Katherine Moreau and Holly 

Adam from the Faculty of Education at the University of Ottawa.” 

 

In your response email, you may also indicate whether you would like to receive an email with a 

summary of the study findings. 

 

If you have any questions or require more information about the study itself, you may contact 

Katherine Moreau, by email at kmoreau@uottawa.ca or by telephone at (613) 562-5800 ext. 

2808. 

 

Thank you in advance for your time. 

 

Sincerely, 

Dr. Katherine Moreau and Holly Adam 

 

mailto:kmoreau@uottawa.ca
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Appendix B 

Participant Consent Form 

 

 

 

 

 

Université 

d’Ottawa 

Faculté 

d’éducation 

 

 

 

 

University 

of Ottawa 

Faculty of 

Education 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Consent Form 

 

Title of the study: A Thematic Analysis of Patients’/Caregivers’ Video- and Audio-Recordings for a 

Health Profession Education Course 

 

Principal Investigator:  Dr. Katherine Moreau    

   Associate Professor  

   Faculty of Education  

                                           University of Ottawa 

   Ottawa, ON 

   (613) 562-5800 ext. 2808 

 

 

Co-investigator:                Ms. Holly Adam 

                                            MA Student in Health Professions Education 

                                            University of Ottawa 
    Ottawa, ON 

                 (613) 562-5800 ext. 2808 

 

 

Invitation to Participate: I am invited to participate in the abovementioned research study conducted by 

conducted by Katherine Moreau and Holly Adam.     

 

Purpose of the Study: The purpose of this study is to explore patients'/caregivers' perspectives on the  

importance and value of involving patients/caregivers in the education of healthcare providers (e.g., nurses, 

 medical students, physicians, allied health workers). It also aims to explore patients’/caregivers’ opinions  

on the roles that patients/caregivers can play in educating healthcare providers in formal or informal settings  

(e.g., in hospitals, classrooms, clinics, the community). 
 

Participation: My participation will consist of allowing Katherine Moreau and Holly Adam to use a 

previously developed video- or audio-recording of me that was created for a graduate course in the Faculty  

of Education at the University of Ottawa for the abovementioned research purposes.     

  

Risks: There are no known risks to participating in this study.  

 

Benefits: The results from this study will provide healthcare providers with guidance and information, from 

patients'/caregivers' perspectives, on how to effectively involve patients/caregivers in the education of  

healthcare providers. These healthcare providers can also teach their current and future trainees about the 

importance of active patient/caregiver involvement in health professional education as a means of creating a 
community of practice in this area and promoting compassionate healthcare. In addition, by documenting and 

sharing these insights from patients/caregivers, healthcare providers can heed recommendations from, for  

example, the Royal College of Physicians and Surgeons of Canada and the Institute for Patient- and Family-

Centered Care that advocate for patient/caregiver involvement in health professional education. 

 

Confidentiality and Anonymity: I have received assurance from the researchers that the information I have 

previously shared in the video- or audio-recording will remain strictly confidential. I understand that the  

contents of the video- or audio recording will be used only for the graduate course in the Faculty of Education  
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Tel/Tél : 

613-562-

5804 

Fax/Téléc :

613-562-

5144 

 

145, Jean-

Jacques 

Lussier 

Ottawa ON 

K1N 6N5 

Canada 

 

www.educa

tion.uOttaw

a.ca 

at the University of Ottawa and for the present research study. The only people who will have access to the  

research data for this study are Katherine Moreau, Holly Adam, and a University of Ottawa Research Assistant.  

In order to protect my anonymity, any identifying information in the video- or audio-recording including,  

my name, image, voice, or the names of my affiliated institutions will not be included in the study findings or  

study publications. All findings from the analysis of the video- and audio-recordings will be published in pooled 

(aggregate) format. 

 

Conservation of Data: The research data will be stored on a password-protected computer in the office of 
Katherine Moreau at the University of Ottawa for a period of 5 years after the publication of research findings,  

at which time the data will be securely deleted.  

 

Voluntary Participation: I am under no obligation to participate in this research study and if I choose to 

participate, I can withdraw my video-or audio-recording from the analysis at any time, without suffering any 

negative consequences, by emailing Katherine Moreau or Holly Adam at the emails mentioned herein.  

 

If I have any questions or require more information about the study itself, I may contact the Katherine Moreau 

(Principal Investigator) at the number mentioned herein.   

 

If I have any questions regarding the ethical conduct of this study, I may contact the Protocol Officer for Ethics 
in Research, University of Ottawa, Tabaret Hall, 550 Cumberland Street, Room 154, Ottawa, ON K1N 6N5 

Tel.: (613) 562-5387  

Email: ethics@uottawa.ca  

 

To provide the researchers with my consent to use the previously developed video- or audio-recording of me,  

I will respond to this email with the following statement: 

“I have read and understand the attached consent form, and I am giving my consent for the use of my  

video- or audio-recording for the purpose of the research project entitled, A Thematic Analysis of 

Patients’/Caregivers’ Video- and Audio-Recordings for a Health Profession Education Course, which is 

being conducted by Katherine Moreau and Holly Adam from the Faculty of Education at the University  

of Ottawa.” 

 
In my response email, I may indicate whether I would like to receive an email with a summary of the study 

findings.  

 

  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

mailto:ethics@uottawa.ca


52 

 

Appendix C 

University of Ottawa Certificate of Ethics Approval 
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Section 3: Conclusion -Lessons learned from conducting research exploring patients’ 

perspectives on their involvement in the education of HCPs and implications to health 

professions education 

Lessons Learned 

 Exploring patients’ perspectives on their involvement in the education of HCPs has been 

a personal, professional, and academic journey for me. It has brought me an immense amount of 

insight into patients’ involvement in the education of HCPs. Specifically, it has challenged my 

own thoughts and perceptions on such patient involvement. It has also helped teach me the 

foundation of conducting qualitative research, especially with regards to the need for researchers 

to remain open and reflexive during the research process. 

From my patient perspective, hearing other patients express the need for more active 

patient involvement in the education of HCPs has been a validating and empowering experience 

for me. Like other patients, I have often questioned whether my experiences with illness and 

healthcare would be of value to the education of HCPs (Lauckner et al., 2012). However, hearing 

other patients express determination to educate HCPs on how to improve PCC has been an 

inspiration for me to have my own voice heard in the education of HCPs. Overall, I realize that I 

am not alone in wanting to teach HCPs on how to improve the delivery of quality care and that 

my voice, along with other patients’ voices, can have a powerful impact on HCPs’ learning 

experiences, if given such opportunities. 

From my perspective as a nurse, I appreciated patients’ honesty and openness in sharing 

their positive and negative experiences in healthcare with me. It highlighted for me the 

importance of staying open-minded and accepting of patients’ worldviews when providing care 

to them. Further, it highlighted for me the challenges, as a nurse, I face when it comes to working 

with patients as partners in care while also working under the institutional constrains of high 

demands versus limited time. In effect, it illuminated for the importance of HCPs advocating for 

patients’ involvement in HPE at institutional levels so that powerful and effective changes to 

healthcare policies can occur that support patients’ active involvement in the education of HCPs, 

and in PCC in general. 

Finally, working with patient-participants in research provided me two valuable lessons 

in qualitative research. First, it instilled in me the importance of remaining open-minded and 

reflexive as a researcher. For example, despite being prepared with a set of open-ended questions 
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to guide my interviews, I learned that patients can take interviews in unexpected directions. 

Some patients chose to answer questions by elaborating on their stories and teaching me 

important lessons about providing patient-centred care.  At first when this occurred, I attempted 

to steer patients back to the guiding questions that led my study, but I quickly learned that, when 

given space to express themselves freely, patients’ descriptions of their experiences became 

richer and more meaningful. Therefore, I have learned the importance of researchers staying 

engaged with participants throughout the interview process, clarifying with participants what 

they are saying when it is not clear, and giving participants the power to guide research in 

directions that are meaningful to them. 

Second, engaging with patients in research has highlighted for me the challenges 

associated with being reflexive as a researcher when interpreting patients’ interviews. Exploring 

patients’ perspectives on their involvement in the education of HCPs proved challenging for me 

because it required me to constantly reflect on my biases from my perspectives as both a patient 

and a nurse, and challenge my own preconceived notions of why and how patients should be 

involved in the education of HCPs. However, by practising self-awareness of my biases, this 

helped me understand the process of qualitative research and highlighted for me the importance 

of involving patients in research processes to help clarify and validate researchers’ 

interpretations. 

Implications of this study in a new technological age 

 As mentioned, this study provides a foundation for HCPs to work from in order to 

improve patients’ involvement in the education of HCPs, and in PCC in general. Amidst a 

healthcare system where patients feel that HCPs’ communication and collaboration with them 

needs improvements, health information technology “has great potential for increasing patient 

engagement (Runaas et al., 2017, p.813) and thus, PCC. For example, the emergence of MyChart 

(TOH, 2020), an online patient portal for patients to access their medical information, gives 

patients opportunities to view their medical records and engage with their HCPs in meaningful 

discussions about their health. Similarly, Runaas et al. (2017) have described how caregivers 

with access to a similar kind of database, called BMT Roadmap, facilitated meaningful 

communication between patients, caregivers, and HCPs that “facilitated positive 

interactions...[and helped caregivers gain a] personable understanding of their child’s healthcare” 

(p.815). These advances suggest that health information technology helps patients stay informed 
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about their own health and helps facilitate meaningful dialogues that lead to greater collaboration 

and educational opportunities with HCPs. However, HCPs still have to understand, from 

patients’ own perspectives, what patients expect from their interactions with HCPs for health 

information technology to be successful. 

 As indicated in this study, patients want a ‘safe’ place where they can communicate with 

HCPs without overarching power-differentials. Technology, such as social media platforms and 

health information technology, can help with this. For example, patients have explained that 

face-to face interactions with HCPs who show defensive posturing or who portray general 

unwillingness to learn from patients in their education negatively affects patients’ confidence to 

educate HCPs (Stacy and Spencer, 1999; Lauckner et al., 2012). Patients have also explained 

that, while teaching in classroom-settings allowed them to gain confidence to educate HCPs 

because they view themselves as a ‘teacher’ rather than just a ‘patient,’ many still struggled with 

intimidating power-differentials between themselves and HCPs (Rees et al., 2007). However, 

when these face-to-face interactions are moved to virtual interactions, patients can educate HCPs 

on their ‘own turf,’ such as in their homes (Spencer et al., 2000). This provides them with a shift 

in power and a ‘safe space’ to communicate with HCPs openly and honestly (Giroux & Moreau, 

2020) so that they can “provide feedback [to HCPs] in a transparent fashion that informs wider 

discussion” (Sherbino et al., 2015, p.552) without the risk of “jeopardizing rapport” (Godolphin, 

2003, p.693). 

 Further, the representation of patients’ collective voices can be challenging when only a 

“privileged few” (Rowland and Kamagai, 2018, p.869) or a ‘right’ kind of patient is chosen to 

represent many. Understanding that this is a challenge for patients who want to engage in HPE 

but who do not have access to do so, also illuminates the power technology can have in 

improving this situation. For example, social media provides a way for most patients, beyond the 

ones ‘chosen’ by HCPs, to act as educators and to bring diverse perspectives and insights to 

HCPs’ learning (Sherbino et al., 2015; Giroux & Moreau, 2020). Particularly, it opens up 

communities of practice (Sherbino et al., 2015) where diverse audiences are offered “unique 

opportunities for broad dissemination and active engagement” (p.553) in HPE. 
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 Overall, constructive learning is essential to HCPs’ reflexivity in practice and their 

abilities to display understanding and empathy for patients’ experiences and respect them as 

collaborative partners in their education (Spiro, 1992; Kumagai et al., 2018). Technology has 

opened up avenues for patients’ voices to be heard at breadth and has created new possibilities 

to how patients are involved in the education of HCPs.  As outlined in the Canadian 

Interprofessional Health Collaborative (2010), communication is imperative to the success of 

interprofessional collaboration, teamwork, and to the partnerships with HCPs necessary for 

patients’ active involvement in the education of HCPs (CIHC, 2020). Technology can help 

bridge the communication gap between patients and HCPs by providing patients with platforms 

to educate HCPs about what patients truly value in care and how they want to be involved in the 

education of HCPs. Thus, my study is only part of the beginning of understanding patients’ and 

caregivers’ perspectives on educating HCPs, but it offers valuable insight into the fact that 

patients want HCPs to hear their voices in their education and beyond. 

  

References 

Canadian Interprofessional Health Collaborative (CIHC). (2010). CIHC National Competency 

Framework. Retrieved from http://www.cihc-cpis.com/publications1.html 

 

Giroux, C., & Moreau, K. (2020). Leveraging social media for medical education: Learning from 

patients in online spaces. Medical Teacher, 1–6. 

https://doi.org/10.1080/0142159X.2020.1779920 

 

Godolphin, W. (2003). The Role of Risk Communication In Shared Decision Making: First Let’s Get 

To Choices. BMJ: British Medical Journal, 327(7417), 692–693. 

 

Lauckner, H., Doucet, S., & Wells, S. (2012). Patients as educators: The challenges and benefits of 

sharing experiences with students. Medical Education, 46(10), 992-1000. 

 

Rees, C., Knight, L., & Wilkinson, C. (2007). “User Involvement Is a Sine Qua Non, Almost, in 

Medical Education”: Learning with Rather than Just About Health and Social Care Service 

Users. Advances in Health Sciences Education, 12(3), 359–390. https://doi.org/10.1007/s10459-

006-9007-5 

 

Rowland, P., & Kumagai, K. (2018). Dilemmas of Representation: Patient Engagement in Health 

Professions Education. Academic Medicine, 93(6), 869–873. 

https://doi.org/10.1097/ACM.0000000000001971 



57 

 

 

Runaas, L., Hanauer, D., Maher, M., Bischoff, E., Fauer, A., Hoang, T., Munaco, A., Sankaran, R., 

Gupta, R., Seyedsalehi, S., Cohn, A., An, L., Tewari, M., & Choi, S. (2017). BMT Roadmap: A 

User-Centered Design Health Information Technology Tool to Promote Patient-Centered Care 

in Pediatric Hematopoietic Cell Transplantation. Biology of Blood and Marrow 

Transplantation, 23(5), 813–819. https://doi.org/10.1016/j.bbmt.2017.01.080 

 

Sherbino, J., Arora, V., Van Melle, E., Rogers, R., Frank, J., & Holmboe, E. (2015). Criteria for social 

media-based scholarship in health professions education. Postgraduate Medical Journal, 

91(1080), 551–555. https://doi.org/10.1136/postgradmedj-2015-133300 

 

Spencer, J., Blackmore, D., Heard, S., Mccrorie, P., Mchaffie, D., Scherpbier, A., … Southgate, L. 

(2000). Patient-oriented learning: a review of the role of the patient in the education of medical 

students. Medical Education, 34(10), 851–857. https://doi.org/10.1046/j.1365-

2923.2000.00779.x 

 

Spiro, H. (1992). What Is Empathy and Can It Be Taught? Annals of Internal Medicine, 116(10), 843–. 

https://doi.org/10.7326/0003-4819-116-10-843 

 

Stacy, R., & Spencer, J. (1999). Patients as teachers: a qualitative study of patients’ views on their role 

in a community‐based undergraduate project. Medical Education, 33(9), 688–694. 

 

The Ottawa Hospital (TOH). 2020. MyChart. Retrieved from 

https://www.ottawahospital.on.ca/en/patients-visitors/mychart/ 


