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Canada’s largest 
population-based cohort
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Total Release 3: 
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Data and samples - timeline

20152008 2009 2010 2011 2012 2013 2014 2015

Physical measures (N ≈ 103,000) and Mental health (N≈ 53,000)

Baseline health and risk factor questionnaire (N=307,309)

2016 2017 2018…

Biological samples (N ≈160,000)

Follow‐up 
questionnaire 

ADMINISTRATIVE HEALTH DATABASES AND 
ENVIRONMENTAL EXPOSURES
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Harmonization process 
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Define the research question(s)

Assemble information and select studies
1. Document individual study designs, 
methods and content
2. Select participating studies

Define variables and evaluate 
harmonization potential
1. Select and define the core variables to be harmonized 
2. Determine the potential to create the core variables using the study-specific data items

Process data
1. Ensure access to adequate study-specific data items and establish the overall data processing 
infrastructure
2. Process study-specific data under a common format to generate the harmonized datasets

Estimate quality of the harmonization dataset(s) generated

Disseminate and preserve final harmonization products
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Maelstrom guidelines 



Harmonization process

• Study-specific data collection, cleaning & 
documentation

• Quality control of the study-specific data 

• Harmonization/processing

• Quality control of the harmonized data

• Documentation and dissemination

• Preservation/maintenance

Regional
Cohorts

Maelstrom 
Research

Collaborative work!
> 20 people involved



Available data and 
biosamples



Available data & biosamples

 Health and Risk Factor Questionnaire:
 Core questionnaire (updated release)
 Medication dataset
 Additional personal and familial history of 

diseases and other conditions
 Physical measures dataset
 Mental health measures dataset
 Interpretative variables dataset (first release)

2017 2018/2019
 Follow-up questionnaire data
 Biochemical measures
 Environmental exposure data 

(CANUE)
 Datasets updates

 Biological samples (blood, urine, saliva)
 Pre-analytical information dataset
 Genotype data



Initial core health and risk factors 
questionnaire dataset
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Description
• Heath and risk factors questionnaire addressed to participants 

(collected at baseline)
• Job history available 
• Acronym – CoreQx

Content
• 709 core variables; 12 study-specific datasets 
• 307,309 participants





Variables by area of information
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Administrative information

Sociodemographic and economic
characteristics
Health status, medical visits and screening tests

Women's health

Men’s health

Individual history of chronic diseases

Individual history of cancers

Familial history of chronic diseases

Familial history of cancers

Lifestyle and health behaviours



Socio-demographic profile
N %

Sex Male 117,905 38 %
Female 189,404 62 %

Age <35 years 17,488 6 %
35 – 44 years 62,535 20 %
45 – 54 years 94,308 31 %
55 – 64 years 87,889 28 %
> 65 years 45,089 15 %

Country of Birth Canada 233,946 76 %
Other 55,048 18 %
Unknown 18,315 6 %



Individual history of diseases/
other conditions

N %
Cancer 29,602 10 %
Diabetes 22,176 7 %
High Blood Pressure 69,533 23 %
Stroke 3,153 1 %
Myocardial infarction 6,074 2 %
Arthritis 68,430 22 %
Asthma 37,203 12 %
Chronic hepatitis 1,820 1 %
Multiple sclerosis 1,761 1 %



What is new? 



Medication dataset

Description
• Information about current usage of prescribed medications 

collected at baseline (core health and risk factors questionnaire)
• Acronym – Med-baseline

Content 
• 289 core variables; 12 study-specific datasets
• 307,309 participants



Medication dataset
Core variables:
 Medication name
 DIN number
 ATC code of medication
 Main anatomical group pertaining to medication (first level of ATC 

code)

N.B. Other drug related information is available from Health Canada 
Drug Product Database (DPD)

44% of the CPTP participants reported taking at least one prescribed  
medication



Medication intake by anatomical group

0% 5% 10% 15% 20% 25% 30% 35%

All other

Genito‐urinary system and sex hormones

Respiratory system

Systemic hormonal preparations, excluding
sex hormones and insulins

Alimentary tract and metabolism

Nervous system

Cardiovascular system

Medication 1 Medication 2 Medication 3



Additional personal and familial history of 
diseases and other conditions dataset

Description
• Personal and family history of diseases and various health 

conditions, not included in the ‘core’ risk factor questionnaire
• Acronym – Ext_part_fam

Content
• 526 core variables; 6 study-specific datasets
• Available for sub-samples of CPTP population

** Metadata to be added on CPTP portal next week



Area of information (ICD-10) 
• Blood and blood-forming organs and certain disorders involving the immune mechanism (D50-D89) 

– 6 variables
• Endocrine, nutritional and metabolic diseases (E00-E90) – 12 variables
• Circulatory system (I00-I99) – 36 variables
• Nervous system (G00-G99) – 18 variables
• Congenital malformations, deformations and chromosomal abnormalities (Q00-Q99) – 14 variables
• Digestive system (K00-K93) – 40 variables
• Ear and mastoid process (H60-H95) – 25 variables
• Endocrine, nutritional and metabolic diseases (E00-E90) – 20
• Eye and adnexa (H00-H59) – 26 variables
• Genitourinary system (N00-N99) – 32 variables
• Certain infectious and parasitic diseases (A00-B99) – 30 variables
• Injury, poisoning and certain other consequences of external causes (S00-T98) – 6 variables
• Mental and behavioural disorders (F00-F99) – 27 variables
• Musculoskeletal system and connective tissue (M00-M99) – 14 variables
• Respiratory system (J00-J99) – 6 variables



Physical measures dataset
Description
• Physical measures collected at baseline including:

• Anthropometrics (sitting and standing height, weight, waist and hip 
circumferences) measured by research staff; 

• Body mass index (BMI)
• Body composition (bioimpedance) 
• Blood pressure 
• Resting heart rate
• Grip Strength 

• Acronym – PM-Baseline

Content
• 65 core variables; 9 study-specific datasets
• ≈103,000 participants



Mental health measures dataset

Description 
• Psychological scales collected at baseline

• Generalised Anxiety Disorder Assessment (GAD-7)
• Patient Health Questionnaire (PHQ-9)

• Acronym – MH-Baseline

Content
• 17 core variables; 3 study-specific datasets 
• All 17 variables generated for ≈53,000



Interpretative variables dataset

Description 
• Information collected when the participant donated biological 

samples (e.g. consumption of caffeine, alcohol, tobacco, food 
or drink preceding sample donation; pregnancy). Required, 
for example, to interpret biochemical measures.

• Acronym – Bio_interpret

Content
• 13 core variables; 8 study-specific datasets



Biological samples
N participants %

Venous blood 137,067 52 %

Dried blood spots 10,642 4 %

Urine 98,330 37 %

Oragene saliva 9,626 4 %

Other saliva 8,306 3 %

Total samples 263,971 100 %



Biological sample pre-analytical data

Description 
• Pre-analytical conditions related to biological samples 

donations at baseline

Content
• 109 core variables; 8 study-specific datasets
• 135,809 participants



SPREC
(Standard Pre-analytical Coding for Biospecimens)

SPREC code summarize in a seven (7) part string the pre-analytical 
conditions for each unique fluid or solid sample collected. 
http://www.isber.org/?page=SPREC



Genotype Data

Description
• Genotype Data Project: Sub-cohort of approximately 5000 

Caucasian CPTP participants with:

 No history of cancer at enrollment; 

 Health and risk factor questionnaire; physical measures collected 
from assessment centres; and blood samples

• Genotyping has been completed on the Affymetrix UK Biobank 
Axiom 2.0 gene chip containing over 800,000 SNPs. 

** Description of the project to be added to the portal



How to find information 
about available data

LP7
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CPTP data portal











Dataset acronym – to search in 
one or more datasets

Area of information – classification of variables 
according to domain of information







CPTP Access Process
Erika Kleiderman, B.Sc., LL.B.

CPTP Assistant to the Access Officer



The Access Process

• National access infrastructure
• How the process works

– Feasibility/Queries
– Access application process

• Placing an access request



Access Infrastructure to Facilitate 
Research
National Access Infrastructure:

• Access Office:
– Single point of contact for access requests
– Aims to facilitate access while respecting the 

participants consent
– Implements approved Access Policies and 

Procedures

• Independent Access Committee:
– Accountable for requests approvals and 

oversight on access activities



Overview of Access Office Roles & 
Responsibilities

High‐level Overview 

ACCESS OFFICE 

Access 
Officer 

National 
Access 

Coordinator

Regional Cohort 
Scientific Directors

National 
Data 

Curator

National 
Biosample
Coordinator

Additional Other 
Experts

Regional Cohort 
Staff



Process for queries:
- Feasibility
- Support for submission
- Letter of support (LoS)



Managing General Queries 

High‐level Overview 

• Researchers/ Applicants do not need to register to 
the Portal to query CPTP

• Researchers can view the CPTP Data and 
Biosample Catalogue on the CPTP Portal

• The Access Officer will receive queries through 
email: access@partnershipfortomorrow.ca

• The Access Officer will triage to Access Office reps 
as required

Estimated service standards: 1-2 business days



Support for Submission

High‐level Overview 

• Researchers are encouraged to contact the Access 
Office and register to the Portal as they prepare 
their submission – this “concierge service” will 
support quality submissions 

• The Access Officer will triage to Access Office 
members as required; may require consultation with 
regional cohort scientific directors

Estimated service standards: N/A – duration dependent on applicant



Application Process:
- Administrative
- Feasibility
- Decision



Starting off

Create an account

https://portal.partnershipfortomorrow.ca/



Starting off

Initiate Access Requests directly online



Creating an Access Request



Creating an Access Request



CPTP Application Package

High‐level Overview 

• The CPTP application package includes: 
• Original application form;
• Research protocol (having received ethics approval);
• Proof of scientific peer-review of research protocol (if 

applicable);
• Approval by a Research Ethics Board,
• 2-page CV of the principal applicant



Support for Funding Competitions

• The Access Office will review requests for Letters of Support to 
support grant applications.
• Based on general feasibility of proposed project
• Alignment with the Guiding Principals for CPTP

• For submissions: access@partnershipfortomorrow.ca

• Documents needed: scientific background of your submission 
(extra information if biosamples will be needed).

• A LoS does not guarantee access



Access Office

Access Officer: Ma’n H. Zawati
Assistant to the Access Officer: Erika Kleiderman
National Access Coordinator (NAC): Ghislain Rocheleau
National Data Curator (NDC): Nataliya Dragieva
National Biosamples Coordinator 
(NBC):

Treena McDonald

Ad hoc: Manager, CPTP Tanya Flanagan 
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Current leadership
BC Generations Project Dr. Trevor Dummer

Dr. Nhu Le
Environment
Biostatistics

Alberta’s Tomorrow Project Dr. Jennifer Vena Physical Activity

Ontario Health Study Dr. Philip Awadalla Genetics

CARTaGENE Dr. Anne-Monique Nuyt
Dr. Sébastien Jacquemont

Developmental biology
Genetics

Atlantic Partnership for 
Tomorrow’s Health

Jason Hicks
Dr. Melanie Keats Epidemiology

National Coordinating Centre

Ethics, legal and social issues

Harmonization

Biobanking and samples

Dr. Céline Moore

Dr Bartha Maria Knoppers

Dr Isabel Fortier

Dr Anne-Marie Mes Masson

Operational leadership

Ethics in biobanking

Data harmonization and 
management

Molecular oncology and 
biobanking



CPTP: Consortium of Sponsors
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National Sponsor Provincial Sponsors



Canadian Cancer Research Conference 
Nov 5-7, 2017; Vancouver, BC
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Sun Nov 5

Mon Nov 6



Thank You

CPTP Website: http://www.partnershipfortomorrow.ca/

CPTP Portal: https://portal.partnershipfortomorrow.ca/

Twitter: @cptproject

CPTP Access Office
740 Dr. Penfield Avenue

Montreal, QC
514-398-4806

access@partnershipfortomorrow.ca
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Questions


