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Comments to the Author  
The article, “Canadian’s Views about Using Big Data in Health Research from a National 
Online Survey: A Partnership of Consumer-Patients and Researchers”, is a unique 
Canadian portrait of public attitudes and perceptions.  
 
While it is clear that the survey originated as part of the PRECISION Network, more 
information should be provided on why the study was conducted.  
 
Thank you for this suggestion. We have restructured our manuscript’s Introduction 
and now provide a clearer description of the existing knowledge (and knowledge 
gaps) and rationale for the study. At the end of the first paragraph of the 
Introduction (page 4), we now reference the report of the Council of the Canadian 
Academies on health data. We mention how the Council concluded that researchers 
face institutional barriers in accessing health and social data, which could be 
reduced through more public engagement about this type of research. We provide 
additional rationale for the study in the second paragraph (sentences 4 &5), 
describing how little is known about Canadians’ views on the use of routinely-
collected data for health research, and set-up the aim of the study.  
 
That being said, the study design, methodology and description of results are clear, 
concise and interesting. While supportive of and cognizant of the need for big data in 
health research, the concerns of the public still seemingly center on the issues of 
insurance, privacy and security. The study dates back to August 2017, which might explain 
why the insurance concerns remain in spite of Canada’s new Genetic Discrimination law.  
 
Thank you for raising this important point. In our manuscript (top of page 13) we 
now acknowledge that respondents’ concerns about insurance companies 
accessing data may have changed since the passage of this law in mid 2017.  
 
The conclusions of the authors as to possible ways to remedy ongoing public concerns are 
helpful and insightful. Some mention could have been made in their analysis of the report 
of the Council of the Canadian Academies (2015) on health data.  
 
Thank you very much for referring us to this report, which was a very useful 
resource. Indeed, it helped us restructure our manuscript’s Introduction and 
rationale. In the Introduction (page 4, paragraph 1, final two sentences), we now 
reference this report and what it said about Canadian researchers experiencing 
undue, mainly institutional barriers in accessing health and social data that could be 
reduced through greater public engagement about this type of research. 
Additionally, we end our manuscript (Conclusion, page 16, final sentence) by 
emphasising the need to make sure that the country’s data access and governance 
policies align with the publics’ views on these matters.  
 
Tables/Methodology/Limitations are clearly described.  
 
Thank you – we appreciate all the helpful comments and feedback you provided.  

Reviewer 2 Stacey Page PhD 
Institution HMRB - Faculty of Medicine, University of Calgary  
General comments 
(author response in 

Comments to the Author  
Thank you for the opportunity to review this well-written manuscript. The manuscript 



bold) presents the results of a survey that sought participant perspectives and opinions on the 
use of big data in health research. The manuscript is brief, the background and rationale 
are satisfactory. Study design/methods appropriate, results and interpretation are 
sufficient.  
 
The following are some minor suggestions for the authors' consideration:  
 
1. Title: Given the very limited sample and distribution of the survey, using "Canadian's 
views" in the title might be overly generous. You might wish to consider a more limited 
descriptor of the participant group e.g., "consumer-participants." The rationale provided on 
page 5, line 16 could also be tempered to "Little is known about people's views...."  
 
Thank you for your feedback. We agree that our sample was limited in its size and 
scope and our findings would not be representative of the entire Canadian 
population. Thus, we have altered some of the language used in the manuscript to 
better reflect this. For example, the first sentence of the Limitations subheading 
(page 14) now reads: “Our sample size was relatively small, and our findings cannot 
be generalised to the entire Canadian population.”  
 
However, after careful consideration we feel the term “Canadians’ views” is appropriate 
and prefer to retain that term in the title, though we have replaced the term “Big Data” with 
“Routinely-Collected Data”. We believe the term “consumer-participants” may cause 
confusion with the term “consumer-patients” used to describe the patient co-investigators. 
While our findings may not reflect the views of the Canadian population at-large, our 
sample did consist of a community-based sample of English- and French-speaking 
Canadian adults, many (though not all) of whom were living with a chronic disease. We 
have toned-down the language in the manuscript and actually replaced references to “the 
publics’ views” (Introduction, page 5, third-last sentence) and “Canadian publics’ views” 
(Interpretation, page 12, sentence 1) with “Canadians’ views”. As per the Reviewer’s 
suggestion, we did temper the wording used in the rationale and now say “little is known 
about Canadians’ views” (Introduction, page 5, sentence 2) instead of the “general 
Canadian population’s views”.  
 
2. Page 4, line 9: should be "has" vs. "have"  
 
Thank you for pointing this out; however, in our restructuring of the Introduction we 
ended-up removing the phrase in question.  
 
3. Page 4, paragraph 2. Might wish to reference economic evaluations and make it clear 
that myriad different research questions can be addressed using these types of data.  
 
Thank you for your suggestion. When listing the many uses of routinely-collected 
health data in the first sentence of the Introduction (page 4), we now include cost-
effectiveness analyses and cite a study wherein administrative data from Ontario 
were used to assess the cost-effectiveness of a treatment for lymphoma. We believe 
this new sentence now makes it clearer that many different research questions can 
be addressed using these types of data, including those concerning health 
policymaking, risk and burden of diseases, healthcare costs, and clinical and cost-
effectiveness of treatments.  
 
At the risk of disempowering the patient's voice, it might be better to suggest that the data 
enable health care practitioners to offer patients more relevant choices regarding treatment 
options vs. stating that the results of such analyses permit treatment decisions to be made 
by patients. We depend on the expertise of health care professionals to guide appropriate 
care.  
 
We fully agree it should be made clear that health care professionals play an 
important role in guiding appropriate care. However, in our restructuring of the 
Introduction we ended up removing the reference to the role of this type of research 



in healthcare decision-making altogether.  
 
4. Page 4, paragraph 3, line 43/44. Might wish to rephrase to "personal information being 
inappropriately or illegally accessed" vs. "accessed for unintended purposes." A malevolent 
purpose would likely be intended.  
 
Thank you for this suggestion and we agree that, given the malicious intent that 
could be implied, a phrase like “unintended purposes” should be avoided. However, 
in restructuring the Introduction we ended up removing this sentence altogether.  
 
5. Page 6, line 55 states that the survey was limited to the consideration of administrative 
data sets. In the preamble to the survey, Big Data is described in part as that collected by 
health care providers. Is there room to consider that the participants misunderstood the 
nature of "administrative data" vs. "personal health information?" Might this have had any 
impact on the participant's responses? i.e., might administrative data be perceived as less 
personal?  
 
We agree with this point and now acknowledge in the manuscript (Interpretation, 
page 12, paragraph 2, sentences 5 & 6) that respondents may not have felt as 
positively about the use of these data for health research had we used the term 
“personal health information” instead of the more impersonal term “administrative 
data”.  
 
6. Individual consent in the context of research use is not addressed. This might be a 
potential limit in the interpretation of results. That is, although people were told it was de-
identified information that would be used, no reference is made to consent. Implicitly, 
consent would not be sought. However, the assumption that people (respondents) made 
regarding their individual consent for this data use is not known. They may have been less 
in favour if the non consensual nature of use was made explicit.  
 
No, our survey did not address the issue of individual consent in the context of 
research use. While important for the public to understand, we felt this issue 
(including when and why consent is not sought) was too complex to cover within 
our already-lengthy survey. However, we fully agree that issues surrounding 
consent and choice of terminology should be explored in future studies. We now 
acknowledge this in the manuscript (Interpretation, page 12, paragraph 2, sentence 
5).  
 
7. Page 9, line 51. It is not clear how the "public" could partner with consumer-patient 
groups. Who is representing the public?  
 
We apologise for the confusion as we had intended to convey that these 
organisations (Population Data BC and ICES) could partner with the consumer-
patient groups. We have edited the text (top of page 14) and believe our suggestion 
is now stated more clearly.  
 
8. Page 11, line 32 (limitations). Given the dissemination efforts and length of time the 
survey was open, the response rate seems very low. It would be good to acknowledge this 
and offer some explanation/thoughts on why this was the case.  
 
Thank you for this suggestion; at the beginning of paragraph 2 of the Interpretation 
(page 12), we now acknowledge the small sample size, offer potential explanation, 
and suggest that future studies employ more population-based sampling strategies.  
 
I hope these comments are useful.  
 
Yes, the comments were very useful and we appreciate the time and effort you gave 
to review this manuscript.  



Reviewer 3 Jessica Widdifield 
Institution Institute for Clinical Evaluative Sciences  
General comments 
(author response in 
bold) 

Comments to the Author  
I read with great interest this study reporting on a survey about “Canadian’s Views about 
Using Big Data in Health Research”. While I have no concerns over the methods, I do have 
some concerns that are mostly related to the conclusion and the use of the term “Big 
Data”. The methods (p 7 bottom) report that the survey focused on the administrative 
datasets collected by public bodies (i.e. provincial/federal ministries) but use the term “big 
data” throughout to encompass admin data.  
The authors also conclude that: “More education…may enhance public trust about big data 
in health research”. While I recognize that some researchers have previously referred to 
health administrative data as “big data” as it's catchy - perpetuating this misconception may 
be a disservice to the public and not what the authors are hoping to achieve.  
 
Thank you for taking the time to review our manuscript and provide this thoughtful 
feedback. As mentioned in our response to the Editors’ comments, we have 
changed the title of our manuscript and reframed the text to reflect our focus on 
administrative health data and not ‘big data’ as a whole. Nearly all instances of the 
term ‘big data’ have been replaced with terms like “administrative data” and 
“routinely-collected data”.  
 
The general consensus is that there are specific attributes that define “big data”: four V's - 
volume, variety, velocity, and veracity. Health administrative databases do not satisfy these 
requirements to be termed “Big Data”. While admin data appear to be large in size, they 
are nowhere near the volume (size) of “big data”. Admin data contained structured data, 
whereas unstructured data is a fundamental concept in big data, which contributes to the 
much larger volume, variety and veracity - requiring different data processing and analytic 
techniques (machine learning and artificial intelligence). etc…  
 
In the Methods (page 7, first full paragraph) we now provide more explanation as to 
why the term ‘big data’ was chosen – we felt this ‘catchier’, though admittedly less-
suitable term, would be more familiar to the members of the lay public we were 
targeting for the survey. As part of our explanation, we describe the differences 
between structured administrative data and unstructured ‘big data’ as it pertains to 
health research and mention some of these V’s (page 7, first full paragraph, final 
sentence).  
 
The authors also describe examples in the introduction of recent security breaches at 
major companies (e.g. Facebook), which may be eroding public trust. Grouping non-profit 
health admin data with for-profit companies may add further confusion – especially since 
health admin data also have data custodians & the use of the data is governed quite 
differently. Perhaps a better example would be Google acquiring UK NHS health records?  
 
We agree it is important to distinguish between the collection and use of data by for-
profit companies (or illegal/unauthorised access of these data by outside entities) 
and the granting of access to routinely-collected data for health research in the 
public interest. Although we were unable to include the example of Google acquiring 
NHS health records, we have extensively revised our Introduction and the 
references to corporate data breaches and Cambridge Analytica have been 
removed. We now mention in the Introduction (page 5, final two sentences) that 
access to these publicly-collected administrative datasets is controlled by data 
stewards. Moreover, after revising the Introduction, we now make it clear that while 
Canadians have expressed concerns about how governments and other 
organisations collect and use their personal information overall (Introduction, page 
5, sentence 2), little is known about Canadians’ views on use of their health 
information for research purposes.  
 
A minor comment is that when the authors describe uses of health admin data (2nd 



paragraph), they fail to mention health policy.  
 
Thank you for bringing this to our attention. When listing the many uses of 
routinely-collected health data in the first sentence of the Introduction (page 4), we 
now include health policymaking and provide a citation.  
 
Addressing some of these issues would help add clarity to the manuscript. 

Reviewer 4 Frank Gavin  
Institution Board Member, Ontario SPOR Support Unit  

Chair, Citizen Engagement Council, CHILD-BRIGHT SPOR Network  
General comments 
(author response in 
bold) 

Comments to the Author  
The paper addresses an increasingly important and topical issue: the public’s 
understanding of and concerns about the collection, use, and potential misuse of big data 
in health research. It is clearly written and grows out of a close collaboration between 
individual leaders from three patient groups and researchers. The inclusion of the survey to 
which 151 Canadians responded and of the tables that provide demographic information 
about the respondents is quite helpful. As well, the call for more public education about big 
data in health research (especially about matters related to access and privacy) is sensible 
and well grounded in the survey findings.  
 
We appreciate these comments and thank you for taking the time to review and help 
improve our manuscript.  
 
The authors acknowledge the main limitation of the paper, the unrepresentativeness of the 
survey respondents, on page 10. Earlier they declared their intention to ascertain “the 
general population’s views about the use of big data in Canadian health research” (p. 4). 
But because, as they point out, the respondents were overwhelmingly from either British 
Columbia or Ontario, quite disproportionately female (77%), and better educated—58% 
had university degrees while only 7% had completed no more than high school—than a 
truly representative sample of adult Canadians, the authors’ concession that the survey’s 
findings “may not be generalizable to the entire Canadian population” is almost certainly 
too weak. The findings are quite likely not generalizable.  
 
We agree that our sample was limited in its size and scope, and our findings are not 
generalisable to the entire Canadian population. We have therefore altered the 
manuscript’s language to better reflect this. The first sentence of the Limitations 
subheading (page 14) now reads: “Our sample size was relatively small, and our 
findings cannot be generalised to the entire Canadian population.” As well, we have 
toned-down the language used throughout the manuscript. For example, we now 
describe ascertaining “Canadians’ views” (Introduction, page 5, third-last sentence; 
Interpretation, page 12, sentence 1) instead of “the (Canadian) publics’ views”.  
 
It is also quite likely, given the patient groups with which some the authors are closely 
associated and given what we are told about how word of the survey was spread, that a 
disproportionate number of the survey respondents with a chronic disease had arthritis 
and/or a skin condition. If this was the case—unfortunately, respondents who said they had 
at least one chronic disease were not asked to identify which disease(s) they had—it is 
nonetheless understandable. The team members no doubt did their best to get responses 
from as diverse a population as they could reach. But one has to wonder if the responses 
would be quite different if among the respondents there had been a high proportion of 
people with mental health conditions or with cancer or with degenerative neurological 
conditions—particularly in relation to questions about privacy and security.  
 
Thank you for your comments. While the survey was advertised through a variety of 
health research organisations and patient groups (including, for example, the 
Canadian Organisation for Rare Diseases), we acknowledge that individuals with 
forms of arthritis or skin disease were likely overrepresented among our respondent 
group. We now acknowledge that the data privacy and security concerns of patients 



with these diagnoses may differ from those of patients with other conditions 
(Limitations subheading, page 14, sentence 4). 
 
Indeed, perhaps the assumption that there is a Canadian “general public” whose views 
about big data in health research can be ascertained needs to be questioned Maybe it 
would be better to think in terms of a number of different, though sometimes over-lapping, 
publics—defined in terms of SES, ethnicity, amount of formal education, language, age, 
health status, etc. (There is also good reason to think the views of Indigenous peoples 
about the topic would be very different.)  
 
Yes, we agree completely that the Canadian “general public” is not a monolithic 
group, and individuals’ views about this type of health research may be influenced 
by their sociodemographic/economic backgrounds and their health status. We now 
acknowledge in the Limitations section that data were not collected on race/ethnicity 
(Limitations subheading, page 14, sentence 3). Earlier in the Interpretation section, 
we also mention that future studies on this topic should employ more population-
based sampling strategies to ensure the views of Canadians of different ages, 
races/ethnicities, socioeconomic backgrounds, languages, and health status are 
better represented (page 12, paragraph 2, sentence 4).  
 
It seems the kind of big data respondents were informed and asked about was 
administrative data. I understand that genomic data and data from wearables are either 
already being included in some big data collections or are very likely to be included fairly 
soon. Would mentioning this have caused many respondents to answer the survey 
questions somewhat differently?  
 
This is an excellent point that should be investigated in future studies. We now 
include genomic data and data from wearable devices among the additional types of 
health data about which Canadians’ views should be sought (Limitations 
subheading, top of page 15).  
 
In the abstract and in the background section the authors refer to “growing public concerns 
about personal information being accessed for unintended purposes.” They provide 
references, but the identified articles appear not to be about problems with health-related 
or health research-related data breaches, and it’s not clear—at least to me—that all the 
attention paid to the Facebook / Cambridge Analytica case (alluded to by the authors) has 
actually resulted in more anxiety among Canadians about the privacy of their health-related 
data. It would be helpful if the authors could point to evidence that there are greater 
concerns among Canadians—or particular groups of Canadians—about the security of 
data related to their health.  
 
We much appreciate this feedback. Taking this into consideration, we reviewed the 
literature again (including the 2015 report of the Council of the Canadian Academies 
on health data that was suggested by Reviewer #1) and reframed the Introduction. 
We came to realise that, while there is evidence that Canadians have concerns about 
how governments and other organisations collect and use their personal 
information overall (Introduction, page 5, sentence 2), little is known about 
Canadians’ views on use of their health information in research. While it is possible 
that the recent corporate data breaches and Cambridge Analytica data scandal have 
increased levels of public concern about this type of health research, this has not 
been evaluated. Furthermore, as described in the Council of the Canadian 
Academies report, it is possible that current privacy regulations and data access 
policies for this health research are stricter than what most Canadians would 
support (Introduction, page 4, paragraph 1, final two sentences). While more 
research is needed, we believe this study was an important first step in ascertaining 
Canadians’ views about the use of large, routinely-collected datasets (mainly 
administrative data) in health research and helping ensure that data access and 
governance policies align with these views (Conclusion paragraph).  



 
Of note, in our restructuring the Introduction, we have removed the references to the 
corporate data breaches and Cambridge Analytica case.  
 
Finally, the ideas mentioned by the authors in the “Interpretation” section about how to 
inform the public(s) about the use of big data in health research are a good starting point. I 
recall reading about some efforts by Ontario’s Institute for Clinical Evaluative Sciences 
(ICES) to do this, so perhaps the authors could find out about and describe such efforts. 
They might also suggest ways to reach communities that have been, traditionally, harder to 
connect with and engage.  
 
Thank you for these suggestions. In our original manuscript we made reference to 
the videos, lay summaries, and other educational resources available through the 
websites of Population Data BC and ICES. We also mentioned a public deliberation 
program now underway in BC to inform the development of revised rules for data 
access. Unfortunately, due to space limitations we were unable to provide additional 
description of these organisations’ efforts within the manuscript, though we now 
specify that it is Population Data BC undertaking the public deliberation program in 
that province.  
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