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General comments 
(author response in 
bold) 

The overall small number of participants in each setting makes it challenging to accept 
many of the authors’ conclusions. For example, the authors state that heart failure patients 
have early and ongoing ACP conversations. This doesn’t appear to be in alignment with 
the literature (e.g. Johnson and Janssen, 2019). 
 
Thank you for this important observation. We have added clarification to our 
discussion to be more explicit in acknowledging that our data aligns with existing 
literature (including Johnson and Janssen) that in all clinical settings, including 
heart failure, there continues to be a lack of standardized ACP process, despite the 
fact that our cohort of patients had had ACP discussions and the fact that both 
nurses and physicians in the cardiac setting were engaged and receptive to ACP. 
Pg. 8 and pg 11 and pg. 12 
 
In addition, no details are given as to patient characteristics in the different clinical groups 
(e.g. age, gender, duration of illness , … ), which may confound some of the authors’ 
findings. 
 
Patient details have been added. We had considered collecting additional variables 
from participants but felt these may be intrusive. We chose not to collect additional 
data on duration of illness, etc. if it did not form part of the participants own 
narrative,. Analysis of potential confounding variables is also not normally part of 
this type of qualitative study. Table 1 
 
While I appreciate the general “take-home” messages, the number of patients needs to be 
scaled-up, particularly if one of the authors’ goal to is to make a comparison between 
clinical contexts. 
 
In general, 66 participants is a high number of participants for qualitative research. 
We also made sure to reach saturation of themes before we stopped collecting data, 
such that we were confident that we were not hearing new information from our 
interviewees. Pg. 6 
 
I also believe that this work would be strengthened by delving more into patient insight with 
respect to disease burden. Exploration of patient insight into disease burden was not a 
focus of this study. However, this can be an area of exploration for future work. This 
limitation has been added to the discussion. Pg. 12 
 
Furthermore, the authors need to clearer in their references to the term ‘perception around 
disease burden’, as in some parts of the manuscript they qualify this statement with 
'physician' perception, and in others parts they do not, however it still appears they are 
focusing on physician perception. 
 
Thank you, these references all pertain to physician perceptions and these 
clarifications have now been made. Pg. 9-11 

Reviewer 2 Daniel Kobewka 
Institution Ottawa Health Research Institue, Clinical Epidemiology Program, Ottawa, Ont. 
General comments 
(author response in 
bold) 

 
Despite the system wide framework is there any reason to believe that clinicians in each 
setting would have similar approaches and content in their ACP conversation? 
 
The ACP framework states explicitly that these discussions should begin as early as 



possible, regardless of clinical setting. We know that early and ongoing engagement 
is best. Thus, it was important to gain an understanding of how and why variability 
exists in order to more effectively target future interventions. 
 
Were there any educational campaigns or other mandatory educational activities to 
operationalize the policy? 
 
There is a website and educational modules that were built with the policy. It has 
also been incorporated into clinical processes, such as incorporation of GOC within 
the patient electronic medical record Pg. 3 
 
Is there any audit of feedback to ensure compliance with the policy? 
 
There is unpublished provincial, audit and monitoring of ACP compliance, within 
Alberta Health Services. However, these audits have not been performed in 
ambulatory care settings. This qualitative data was therefore an important 
exploration of how ACP is unfolding in those settings. 
 
Page 4 Line 13: The authors state the objective is to compare patient and clinical 
perceptions from different contexts but then list different disease states, cancer, 
chronic disease. Are these different contexts of different patient populations? 
Thank you for this observation. We have changed the term to different clinical 
settings. Pg. 4 
 
The full name for ACP and GCD are not associated with the acronym in the intro. 
Thank you, this has been corrected Pg. 3 
 
Sampling: The inclusion criteria are presented but some more details would be helpful. Did 
all cancer patients have lymphoma/leukemia? how were participants sampled? Were all 
clinic patients approached until sample size was achieved or were they selected by some 
method? How were the patients approached? How did nursing staff decide who to refer? 
Thank you, the in-depth sampling information has been added. Pg. 5 
 
I had a hard time finding which quote supported or illustrated each point in the results. 
Integrating some quotes into the text would make this easier and allow the reader to trust 
that your conclusions are driven by the data. (Ed note: it is our preference/style not to 
integrate quotes into the text)  
As per the editors’ direction, we have not integrated quotes. 
 
P 9 Line 34: The acronym SL patients is used but SL has not yet been defined.  
Thank you. This has been completed Pg. 4 
 
P10 Line 54: Is the sentence "uncertainty regarding illness course and clinician beliefs 
around appropriate...." supported from your data or other sources? 
 
This was supported by our data. This sentence has now been corrected for clarity. 
‘Our study suggests that uncertainty regarding illness course and clinician beliefs 
around appropriate treatments play a key role in the evaluation of disease burden 
and the subsequent timing of ACP conversations. These findings are consistent 
with the literature showing that physician uncertainty related to illness trajectory, 
prognosis and roles are barriers to implementation efforts aimed at increasing ACP’ 
Ex. "My practice is mostly lymphoma so there might be patients who I meet the first 
time in the um, consultation...I'd say, 'Ok, look, you have a very aggressive 
lymphoma. I'm not sure this [transplant] is going to work. We're going to try this 
going in but at some point if things aren't working, we're going to have a different 
discussion'...So for some patients it's really obvious I can do that and then others, 
it's a pretty straightforward thing...'No, no, we're still heading into cure' and I don't 
have to talk about the negatives" Pg. 11 and Box 3 
 
P11 L26: You state that patients were identified by nurse managers. I didn't see this in the 



methods. How did the nurse managers select patients? Were they given instructions or 
criteria? 
 
Thank you. More details have been provided in the manuscript. 
‘Clinic patients were asked if they would be interested in participating in the study 
when they were telephoned for their appointment reminder. SL residents were 
approached by nursing managers in their apartments and asked to participate. 
Nursing managers approached patients who had good English comprehension and 
had no cognitive impairment.’ Pg. 5 
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