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Background  

On November 13th, 2019, the Canadian Real-world Evidence for Value in Cancer (CanREValue) 
Collaboration initiated a public stakeholder consultation regarding the interim report 
developed by the CanREValue Data Working Group.  
 
 
In the stakeholder consultation, the CanREValue Collaboration sought feedback on relevant 
data elements and on databases that were not listed in the report, (privately/academically held 
databases that could be used for RWE analysis), as well as general comments pertaining to the 
contents of the report.   
  
 

The public stakeholder consultation was open from November 13,th 2019 to December 13,th 
2019. A total of 20 individual responses were received from a diverse set of stakeholders as 
outlined in Table 1 below. The list of respondents is provided in Appendix 1.  
 

Table 1: Stakeholder participation in the CanREValue interim data report consultation 

Affiliations Total Number of Feedback 
Received (N = 20)  

% of All Feedback 
Received  

Academic/Researcher 8 40% 

Pharmaceuticals companies 
and/or associations 

8 40% 

Industry consultancies  2 10% 

Non-profit organization 1 5% 

Patient Group 1 5% 

 
 
The CanREValue Collaboration sincerely thanks all respondents for the feedback submitted to 
the public consultation. The CanREValue Collaboration has carefully considered all submitted 
feedback from the consultation and, where appropriate, has incorporated the feedback into the 
revised interim report. Details on the feedback, as well as the revisions, are described on pages 
3 – 6 of this document.  
 
 

 



RESPONSE TO FEEDBACK RECEIVED ON  
INTERIM DATA WORKING GROUP REPORT 2019  
  
 

3 | P a g e  
 

Stakeholder Consultation Question 1: Are you aware of any potentially relevant 
data elements that are not listed in the report? (Please also note the database 
in which they are available if known) 

 
Summary of feedback and responses 

 
In the public stakeholder consultation, the CanREValue Collaboration requested inputs on any 
relevant data elements and/or databases that were not identified in the report.  

 
Feedback received from respondents that are within the scope of the interim report has been 
reviewed and incorporated into the Interim Data Report. The focus of the CanREValue Data 
Working Group was to identify data elements and databases that are collected and maintained 
by provincial organizations, in other words, publicly-owned, population-based databases.  
 
The following suggestions have made in the updated Interim Data Report  

1) Consistently changed the term “gender” to “sex” in the Interim Data 
Report; 

2) Included radiotherapy use and intent of treatment as cohort defining 
variables in Interim Data Report Table 2; 

3) Revised patient reported outcome variables to include “Putting Patients 
First” along with “Edmonton Symptom Assessment Score” in Interim Data 
Report Table 1 and the Interim Data Report Appendix tables; 

4) Included a statement noting that sufficient follow-up data are required to 
assess endpoints in the Interim Data Report;  

5) Compared the data elements in the CanREValue Interim Report 2019 to the 
pan-Canadian Oncology Drug Data: Minimum Data Set 2018 (Appendix 2); 

6) Included staging data elements in Interim Data Report Table 1 and in the 
Interim Data Report Appendix Tables;  

7) Included data elements on body site and modality of radiotherapy in 
Interim Data Report Appendix Tables;  

8) Included the National Ambulatory Care Reporting System (NACRS) and 
Discharge Abstract Database (DAD) variable that indicates intensive care 
unit admissions in Interim Data Report Table 1 ; 

9) Provided a description in the Interim Data Report of what data elements 
(e.g. order date, expected start date, quantity, # refills) are available for 
oral and intravenous chemotherapy in each province. 
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Some respondents provided data elements and outcomes that are relevant to the conduct of 
real-world analysis but are not systematically collected within publicly-owned population-based 
databases. The CanREValue Collaboration acknowledges the importance of collecting these 
data elements, which includes the following: 

1) Data elements on palliative care: some respondents noted the importance of 
including specialized palliative care databases (e.g. Alberta’s Palliative Care 
Zone); however, the majority of the other provinces do not currently have 
specialized palliative care databases.  

2) Data elements related to pediatric cancer: some respondents noted the 
importance of collecting pediatric oncology treatments and the availability of a 
specialized pediatric oncology database such as Cancer in Young People in 
Canada (CYP-C). Provinces such as Ontario (through the Pediatric Oncology 
Group) and British Columbia (through Childhood, Adolescent, and Young Adult 
Cancer Survivors database) maintain province-specific information.  

3) Data elements beyond overall survival, such as progression free survival, event 
free survival: while these outcomes are routinely captured in clinical trials, these 
endpoints are often not routinely collected in clinical practice.  

4) Data elements on safety/toxicity outcomes beyond hospitalization and/or 
emergency visits: Additional work is to be conducted to identify additional 
outcomes that can be used to measure safety/toxicity.  

 
The CanREValue Collaboration has compiled an overall list of the above noted data elements 
that would facilitate real-world analyses and circulated the list to the members of the 
CanREValue Data Working Group. We will explore availability of each data element in the 
provinces. The full list of data elements is provided in Appendix 3.  
 

 

Stakeholder Consultation Question 2: Are you aware of privately/academically 
held databases that could be used for RWE analysis? 

 

Summary of feedback and responses  
 

In the public stakeholder consultation, the CanREValue Collaboration solicited inputs on 
privately/academically held databases that could be used for RWE analysis. The aim of this 
question was to identify additional databases that were not within the scope of the Interim 
Data Report.  

 
Many respondents provided feedback on additional databases currently available in Canada 
and internationally. A substantial number of databases were identified and the CanREValue 
Collaboration has compiled these into a list in Appendix 4. This will be posted publically as a 
resource.  
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Stakeholder Consultation Question 3: Please provide any additional comments 
on the content of the report  
 

Respondents suggested compiling a list of researchers who can be contacted when there is an 
interest in determining additional data sources on a case-by-case basis. The CanREValue 
Collaboration, in particular the Data and Methods WG, includes different research experts 
across Canada who has expertise in working with different data sources.  Additionally, the 
CanREValue Collaboration welcomes researchers who are interested in participating in this 
initiative to provide their contact information to canrevalue@cc-arcc.ca.  

 

Several respondents suggested that industry representatives are needed for the mapping of 
real-world data, as well as to participate in the CanREValue Working Groups. The CanREValue 
Engagement WG was established in 2018 by the CanREValue Collaboration with the objective to 
consult all key stakeholder groups, including industry. Since its establishment, the Engagement 
WG has consulted with industry groups, including, but not limited to, Joint Oncology Project 
Team (JOPT) and IMC-BioTech Canada.  Moreover, this current stakeholder consultation 
process for the Interim Data Report was developed to provide an opportunity for all 
stakeholders, including individual manufacturers and industry organizations, to provide 
feedback and suggestions. During this consultation process, we have received 8 responses from 
individual pharmaceutical companies and 2 industry consultancies.  In future iterations of the 
Data WG report, the CanREValue Collaboration will continue to consult and value input from all 
relevant stakeholders, including industry, patient groups, oncologists and others, as 
appropriate. Similar stakeholder engagement is planned or underway for other CanREValue 
Working Groups and is intended to ensure ongoing, collaborative development of the RWE 
framework.     

 

 
Some responses noted general issues of data access and management. The CanREValue 
Collaboration acknowledges the issues raised and have listed the comments below for future 
discussion.  

1) There are significant challenges in accessing real-world data, especially for industry 
stakeholders. Furthermore, respondents noted that privacy regulations often make data 
access difficult, especially with differing regulations across provinces.  

2) Greater effort is needed to create well-structured databases that capture information in 
a standardized fashion, including for rare diseases. Furthermore, respondents suggested 
a need for prospective real-world data collection for the purpose of regulatory and 
reimbursement decisions.  

 

 

mailto:canrevalue@cc-arcc.ca
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Some respondents provided responses that pertain to the work of the CanREValue Planning 
and Drug Selection Working Group and the CanREValue Reassessment and Uptake Working 
Group. In particular, there were many comments on the use of real-world evidence for 
regulatory and funding decisions. Feedback included: 

1) The CanREValue framework and recommendations concerning data elements 
could facilitate stakeholders’ ability to meet targets from CADTH and Cancer Drug 
Implementation Advisory Committee’s (CADTH-CDIAC) provisional algorithms at 
pre-submission meetings, determining pCPA budget impacts, etc.; 

2) There is a need to align with global regulatory RWE frameworks; 
3) The need for consistent expectations/thresholds for quality of RWE for 

reassessment and approval of new drugs/indications;  
4) Given that RWD in Canada is fragmented, decision-making based on immature 

data infrastructure may be flawed; 
5) RWE could be a viable approach when RCTs are not possible to study the benefits 

of a treatment and to determine the best sequence of treatments;  
6) Given currently available resources, few provinces are able to complete an analysis 

within 12 months, which may make RWE analyses outdated or irrelevant by the 
time they are completed.  

The CanREValue Collaboration will retain these comments and share them with the appropriate 
working groups to incorporate in their respective aspects of the overall RWE framework. 

 

Conclusion 

 

This is the first public stakeholder consultation conducted by the CanREValue Collaboration 
regarding the developments of the CanREValue Data Working Group. This document includes 
the CanREValue Collaboration’s responses to the feedback received from the stakeholder 
consultation. The CanREValue Collaboration sincerely appreciates the feedback received from 
all stakeholders.  
 
Since this public stakeholder consultation, the CanREValue Collaboration has also completed 
separate stakeholder consultations on the interim report prepared by the two policy working 
groups, the Planning and Drug Selection Working Group and the Reassessment and Uptake 
Working Group. Further, at the time of writing, stakeholder consultation was underway on the 
CanREValue Methods Interim Report. Responses obtained during the current consultation that 
are more relevant to the contents of other Working Group reports will be retained and 
combined with the responses received for the relevant Working Group.  
 
Next Steps: The CanREValue Collaboration will continue to solicit feedback and input on the 
data elements and the publicly available data sources needed to enable real-world data 
analyses in Canada. Moreover, the CanREValue Collaboration welcomes any additional 
feedback regarding the consultation process at canrevalue@cc-arcc.ca.  
  

mailto:canrevalue@cc-arcc.ca
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Appendix 1:  
 
Quantitative Summary of Feedback Reports Received for Data WG Interim Report  

Category  Organization 

Academic/Researcher 

University of Calgary/Alberta Health Services  

Canada's Drug Safety and Effectiveness Network / Canadian Institute of 
Health Research  

CancerCare Manitoba 

Pediatric Oncology Group of Ontario (POGO) 

Programme de Gestion Thérapeutique des Médicaments (PGTM) 

Queen's University 

BC Cancer 

Pharmaceutical Outcomes Programme, BC Children’s Hospital  

Pharmaceuticals companies 
and/or associations  

Bayer Inc.  

Janssen Inc. 

Pfizer Canada ULC  

Hoffmann-La Roche Limited 

AstraZeneca Canada  

Bristol Meyers Squibb  

Merck Canada Inc. 

Innovative Medicines Canada & BIOTECanada  

Industry Consultancies 
Innomar Strategies 

Pulse Infoframe 

Non-profit organization Exactis Innovation 

Patient Group Patient Member CADTH/pCODR/pERC 
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Appendix 2: Comparison between pan-Canadian Minimal Oncology Dataset (pCMOD) and CanREValue 
Interim Data 

Category Data Element from pCMOD Status Available in 
CanREValue 
Data Report 

Notes 

Health Service Event Service Date  
M Yes 

The date on which the 
prescription was dispensed 

Organization 
Information  
(health care facility 
where the drug was 
received)  

Organization ID M No Will explore in future reports  

Organization Province 
 

M No 
N/A – each province maintains 
their own datasets;  

Organization Postal Code 
 

M No 
Will explore in future reports  

Prescriber 
Information  

Prescriber ID O No Will explore in future reports  

Prescriber Specialty O No Will explore in future reports  

Prescriber Province 
O No 

N/A – each province maintains 
their own datasets;  

Prescriber Postal Code O No Will explore in future reports  

Client/patient 
information  

Client/Patient ID M Yes  

Client/Patient Province 
M No 

N/A – each province maintains 
their own datasets;  

Client/Patient Postal Code M Yes  

Client/Patient Gender M Yes  

Client/Patient Date of Birth M Yes  

Client/Patient Height O Yes  

Client/Patient Weight O Yes  

Client/Patient Body Surface 
Area 

O Yes 
 

Body Surface Formula 
C No 

N/A – This is a formula and not a 
variable;  

Disease information  Diagnosis Code M Yes  

Topography Code M Yes  

Morphology Code M Yes  

Topography/Morphology 
Code Version 

M No 
Will explore in future reports  

Staging M Yes  

Date of Initial Diagnosis  M Yes  

Drug Information  Drug product ID / Name M Yes  

Drug Product Strength  C No Will explore in future reports  

Drug Product dosage form C Yes  

Regimen/Treatment Plan O Yes  

Quantity Dispensed M Yes  

Measurement Unit O No Will explore in future reports  

Days supply O Yes  

Route of Administration O Yes  

Drug Cost O Yes  

Status: M = Mandatory; O = Optional; C = Conditional; 
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Appendix 3: Additional real-world data elements requiring future exploration  
 

Type Variable 

Demographic Race/Ethnicity  

Immigration status  

Tumor 
characteristics 

Site of metastasis  

Number of metastatic sites 

Node (+/-) 

Tumor mutational burden 

Recurrence vs de novo diagnosis  

Date of progression 

Criteria for evaluating progression 

Date of response 

Response status 

Criteria for assessing response  

Biomarker status  Drug and disease biomarkers status 
(e.g. HR+, HER2+, TNBC, EGFR, ALK, ROS1, NTRK) 

Biomarker assay used 

Date of test  

Date of results  

Lab test Lab test  
(E.g. Lymphocyte count, Platelet count) 

Patient inputs Quality of life 
(e.g. EORTC QLQ-C30; EQ-5D-5L, PRFS, GAD-7, PHQ-9, BPI, CFS) 

Patient-reported experience measures  

Healthcare 
Utilization  

Treatment chair time 

Nursing time 

Pharmacy time to prepare IV dose 

Advance care planning 

Cancer Risk 
Factors/Confounders 

Smoking 

Alcohol 

Sun Exposure 

Diet 

Physical Activity  

Sleep  

Stress 

Chemical exposure 

Occupational Exposure  

Genetic Changes  

Infectious disease  

Radiation 

Family History  

Social Determinants 
of Health 

Income and social status 

Employment and working conditions 

Education and literacy 

Burden of disease on productivity 
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Childhood experiences 

Physical environments 

Social supports and coping skills  

Healthy behaviors  

Outcome Measures  Event-free survival (EFS) 

Disease-free survival (DFS)  

Invasive-disease free survival (iDFS) 

Progression-free Survival (PFS) 

Progression-free Survival 2 (PFS2) 

Minimal residual disease (MRD)  

Pathological complete response (pCR) 

Time to next treatment (TTNT) 

Treatment-free interval (TFI) 

Overall response (ORR) and associated strata (sCR, CR, VGPR, PR, SD 
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Appendix 4: Potential private/academic databases for RWE analysis  

 Disease site specific database:  
o Canadian Melanoma Research Network: healthieTM 
o Pan-Canadian Lung Cancer Observational Study (PALEOS) 
o Uveal Melanoma Registry 
o Canadian Prostate Cancer Biomarker Network (BPCBN) 
o The Alberta Prostate Cancer Research Institute Initiative (APCaRI): Alberta Prostate 

Registry  
o The Myeloma Canada Research Network (MCRN) Canadian Multiple Myeloma Database  
o Canadian Bladder Cancer Information System (CBCIS) 
o Canadian Kidney Cancer Information System (CKCIS) 
o GlansLook Lung Cancer Database (Alberta) 
o McPeak-Sirois Breast Metastases Registry (Montreal Region) 
o Enhanced Pancreatic Cancer Profiling For Individualized Care (EPPIC) 

 Pediatric oncology database:  
o Pediatric Oncology Group of Ontario Networked Information System (POGONIS) 

o Cancer in Young People in Canada (CYP-C) databases  

 IQVIA Databases: Private Drug Claims and RxDynamics  

 The Canadian Personalized Healthcare Innovation Network (C-PHIN)’s databases  

 Palliative care databases owned by the Alberta Health Service Palliative Care Zonal program 
leaders 

 Patient Support Programs Database (PSPs) 

 Private insurance disability registries  

 O2 Oncology Outcomes program databases 

 Programme de Gestion Thérapeutique des Médicaments databases 

 Personalize my Treatment (PMT) Registry 

 International registries:  
o Flatiron Electronic Health Record Database (US)  

o The National Lung Cancer Registery (Sweden) 

o CRISP register (Germany)  

 


