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WEBINAR OBJECTIVES 

1. Identify everyday ethical considerations in patient-oriented knowledge 
translation 

2. Describe a case example illustrating ethical considerations in patient partner-
researcher relationships 

3. Reflect on practical implications of ethical considerations arising in the case 
example 



PATIENT-ORIENTED KT 

• Forms a key part of patient-oriented research 

 

• Research done in partnership with patients, that answers research questions that 
matter to patients and aims to improve health care 

 

  

 

British Columbia SUPPORT Unit. (2018). http://bcsupportunit.ca/  

http://bcsupportunit.ca/


• End of Grant KT: Any activity aimed at diffusing, disseminating or applying the 
results of a research project 

• Integrated KT: Knowledge users are members of the research team and 
participate in many stages of the research process 

 

KT APPROACHES 

Canadian Institutes of Health Research. (2016). http://www.cihr-irsc.gc.ca/e/29418.html#5.1  

 

http://www.cihr-irsc.gc.ca/e/29418.html5.1
http://www.cihr-irsc.gc.ca/e/29418.html5.1
http://www.cihr-irsc.gc.ca/e/29418.html5.1


DIMENSIONS OF RESEARCH ETHICS 

1. Procedural Ethics  

2. Everyday Ethics 



PROCEDURAL ETHICS 

• Involves seeking approval from a relevant research ethics board (REB) to undertake 
research involving human participants 

 

• Promotes research that is conducted to highest ethical standards to protect participants 

• Tri-Council Policy Statement: Ethical Conduct for Research Involving Humans (TCPS 2) 

• Tri-Council Framework: Responsible Conduct of Research  

 

• Upholds core traditional principles of bioethics 

• Autonomy (Respect for Persons) 

• Beneficence (Concern for Welfare)  

• Justice 
 



EVERYDAY ETHICS 

• Expands ethical considerations beyond arena of REB scrutiny 

 

• Assumes the importance of acting ethically, regardless of formal requirement 

 

• Refers to day-to-day ethical issues in “real life” that may not appear to be of 
great consequence from a traditional standpoint of bioethics 

 

• Situated in common interactions between people 

 

 

 

 

 
Natalie Zizzo et al., The Journal of Clinical Ethics (Summer 2016) 



 

 

 

 

 

Domecq et al. Health Services Research (2014).  Shippee et al. Health Expectations (2013); Pipon et al. BMC Medical Ethics (2018);  
Hahn et al. Family Practice (2017) 



GENUINE PATIENT PARTNER-RESEARCHER RELATIONSHIPS 

Hahn et al. Family Practice (2017) 



OUR FOCUS 

• Lack of empirical evidence on patient partners’ experiences of everyday ethical 
issues relevant to patient-oriented KT 

 

• “It IS About Us! Patient Engagement in Health Research” 

  

• Use a relational ethics lens to examine everyday ethical issues in patient partner-
researcher relationships, based on the experiences of patient partners living with 
arthritis 



RELATIONAL ETHICS 

• Used to bring attention to everyday ethical issues in relationships between 
patients and researchers in health research 

• Supports careful consideration for the quality of relationships in the context of 
everyday life situations 

• Is that the way I should treat someone? 

• Is that the way someone else should treat me? 

 

Ellis C. Qualitative Inquiry (2007); Austin W. Texto & Contexto - Enfermagem (2006)  
 
 
   



Hamilton CB et al. Curr Rheumatol Rep (2017) 
 
 
   



ARTHRITIS PATIENT ADVISORY BOARD 

• Founded at Arthritis Research 
Canada in 2001 

• Volunteers living with arthritis 

• Goals to ensure the patient 
perspective is represented on 
research matters and communicate 
research findings to patients, 
professional organizations and the 
general public 

 



QUALITATIVE APPROACH 

• A one-to-one, semi-structured interview (approx. 60 mins) 

• Eligible: Past or present members of the Arthritis Patient Advisory Board  

• Thematic analysis uses iterative, constant comparison methods to identify 
commonalities and differences within and between transcripts 

• Themes considered were considered in light of the relational ethics lens  

 



RESULTS 

• Recruited 22 out of 33 eligible participants 

• 21 (95%) were female, aged 26 – 68 years (with a median of 60 years) 

• 10 (45%) employed, 9 (41%) retired, 2 (9%) students, 1 (5%) did not report 

• 13 (59%) had at least one university degree 

• Between 1 month to 10 years experience as a member of the board 

 



3 MAIN THEMES 

1. Being heard 

2. Co-building social relations 

3. ”Adding another spinning plate to an already busy 
life” 

Credit: Sam Bradd, Drawing Change 



THEME 1:  
BEING HEARD 



Chloe: I’m not ready or know enough yet… I hope 
to be able to go to the conferences and to talk to 
the researchers eventually, when I feel ready.  

 

Jessica: there’s a mutual respect… patients 
sometimes need encouragement and 
reinforcement that their views are not lesser… 
that’s really important because patients are going 
to be reticent to contribute if they feel it’s 
tokenism. If they feel it’s really valued then that’s 
going to encourage them to speak and contribute 
more freely without fear. 



Marie: there have been some research projects 
where our feedback has made a difference in how 
the research was designed… that’s showing 
respect to the patient perspective… the researcher 
has treated me like a colleague in terms of sitting 
and talking and asking questions.  



Olivia: I’ve seen patients shape some projects… 
what I saw these investigators had at the end was 
a much less generalizable project… I don’t think 
that you can discount years of research training 
for patient experience… we need to figure out the 
best way to give them both critical weight and 
maximize each one… The patient is just as 
important as the researcher, and the researcher is 
just as important as the patient. 



THEME 2: 
CO-BUILDING SOCIAL 

RELATIONS 



Phoebe Lewis: Everybody was on a first-name basis and 
right away that power hierarchy is dismissed. So when 
you’re sitting across the table from a researcher and he’s 
just talking about his research as casually as if he was at 
a Sunday picnic, all of a sudden your comfort level as a 
patient partner goes up... [researcher] would just sit 
down like the rest of us and eat and talk and sometimes 
share confidences... We felt quite comfortable passing 
them in the hall and saying hi. We knew a little bit about 
their families. They knew about ours. 

 



Jessica: There’s an ongoing relationship that 
enables more in-depth partnership… true 
engagement is a continuing two-way dialogue, 
it’s not just project-specific  



THEME 3: 
“ADDING ANOTHER SPINNING PLATE TO AN 

ALREADY BUSY LIFE” 



Sarah: [there is a] constant guilty, nagging feeling 
that I’m not doing enough… I have thought about 
[stepping down from being a patient partner] for 
that reason… basically I felt pressure… I have no 
personal time… my job has been very time 
consuming. So between all those things, it gives 
me very little time for my husband [laughs].  



Mary: …you’re already dealing with so much yourself, 
personally in your home life, your own health, your 
own work life… if you’re not able to contribute to the 
same degree because you’re in a flare, there’s a level 
of understanding and appreciation [from researchers] 
that you don’t have to feel guilty… nobody is going to 
make you feel bad at all when you can’t do it… The 
researchers understand you need to look after 
yourself and that’s what they want for you 
personally as well.    



Jessica: … [I was] sent a draft of the newsletter [by a 
researcher]. Would you have some time to review it before 
I send? So I think that’s really nice… you’re not just sent 
something without a warning and then expected to be 
able to find time in their deadline to do it… I replied back 
that I have a number of commitments, was the deadline 
flexible… and right away the response was yes… again, 
the communication indicates that there’s respect.  



• Underscores how everyday ethical issues of power and vulnerability are 
experienced by participants 

• Valuing patient partners’ and researchers’ distinct contributions as equally 
important 

• Actively seeking, listening to and acting on patient partners’ contributions 

   

MUTUAL RESPECT 



• Recognizing risks of possible negative impacts of being a patient partner  

• Feelings of discomfort (e.g., insecurity, guilt) 

• Stress 

• Aggravated symptoms  

• Valuing informal acknowledgement of each other as people beyond roles within a 
project 

 

EMBODIMENT 



• Situating the individual within a community, connected with other individuals and 
institutions that influence their choices  

• Building relationships with researchers among existing priorities in daily lives 

• Acknowledging what was being juggled in participants’ lives beyond the research 
setting 

INTERDEPENDENCY 



• A rich sample of patients with arthritis who have a wide range of experience as 
patient partners 

• Detailed description in a real world context 

• Transferability may be restricted to similar contexts  

STRENGTHS AND LIMITATIONS 



FURTHER WORK 

1. Patient Engagement in 
Research (PIER) Framework 

2. PIER Workbook to facilitate 
high-quality partnerships 
between researcher and 
patient partners 

  

Hamilton CB et al. Health Expect. (2018) 



CONCLUSIONS 

• Findings illuminate some important everyday ethical issues in building 
relationships in patient-oriented KT, based on experiences of patient partners 

• Better understanding of these ethical issues could support researchers and 
patient partners to build genuine relationships in everyday practice of patient-
oriented KT 

• Critical step in supporting an ethically-sound practice of patient-oriented KT that 
prioritizes patient perspectives 
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