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REGISTRY
A centralized national registry of
Parkinson’s disease and Atypical
Parkinsonism patients as well as Healthy
Controls to facilitate recruitment for large-
scale projects and clinical trials across
Canada and beyond.

Sharing of information is overseen by 
the C-OPN National Manager and subject
to institutional policies as well as 
the C-OPN Data Sharing Policy.



DATABASE
A harmonized database containing demographic,
epidemiological, and clinical information from
participants over time to enable researchers to
support cutting edge scientific discoveries. All de-
identified data from C-OPN participants is localized
on the REDCap platform and can be requested by
C-OPN members following the C-OPN Data Sharing
Policy.

DEMOGRAPHIC INFORMATION

EPIDEMIOLOGICAL INFORMATION

CLINICAL INFORMATION

MoCA and MDS-UPDRS INFORMATION



Environmental factors
(history of living near a
factory or farm, exposure
to pesticides or welding
materials)
Exercise routine
Therapies
Smoking
(yes/no/formerly)
Alcohol consumption
(yes/no/formerly)
Coffee consumption
(yes/no/formerly)

DATABASE
Demographic Information

Sex
Gender
Age at study visit
Ethnicity
Mother tongue/spoken
language
Education level
Marital status
Employment status
Living situation
Laterality (left or right)

Epidemiological Information 

Cannabis consumption
(yes/no/formerly)
Recreational drug
consumption
(yes/no/formerly)
Head trauma history
Contact sport history
Sleep history
Pain history
Family history of
Parkinson’s disease



DATABASE
Clinical Information

Diagnosis confirmation (level of
certainty and method of
confirmation)
Age at onset
Age at diagnosis
Duration of disease
(Parkinson’s)
Atypical Parkinsonism
(MSA/PSP/CBS/DLB/FTD/ET/
RBD)
Asymmetry of symptoms
First symptoms (tremor, muscle
stiffness, bradykinesia, postural
instability, gait problems)

Psychiatric disorders (anxiety,
depression, hallucinations)
Cognitive impairment (yes or
no)
Presence of dementia (yes or
no)
Duration of disease (dementia)
Surgeries for PD
Hospital admission history
Current medication
LEDD

Duration since first symptoms
appeared
Current symptoms (tremor,
muscle stiffness, bradykinesia,
postural instability, gait
problems)
Presence of other symptoms
(constipation, light-
headedness, loss of sense of
smell, forgetfulness, short term
memory loss)
Presence of dyskinesia
Presence of freezing of gait
Presence of motor fluctuations



Letter Fluency Test (FAS)
Semantic Fluency Test
Boston Naming Test
Rey Complex Figure Test
Hopkins Verbal Learning
Test 
Cognitive status (mild
cognitive impairment or
dementia)
EHI
BAI
BDI-II
Apathy Scale
Fatigue Severity Scale

DATABASE
Results of the Following Assessments 

MoCA
MDS-UPDRS

Parkinson Anxiety
Scale
PDQ-8
PDQ-39
Schwab and England
Activities of Daily
Living
SCOPA-AUT-EN
Multidimensional
Caregiver Strain
Index

Additional assessments
done at certain sites: 

MBI-C
Clock Drawing Test
Brixton Test
Stroop Colour and Word Test
Trails A B Test
WAIS IV Digit Span Test



BIOBANK

DNA Samples

PBMC Samples

Serum Samples

Plasma Samples

A state-of-the-art repository of  biological
specimens that can be used for a variety of
analyses by the Canadian scientific
community and beyond to expedite ground-
breaking PD research.



Parkinson's Disease
84%

Healthy Controls
11.4%

Atypical Parkinsonism
4.6%

Key Statistics

2318
Total recruited across all sites 1389

DNA Samples

Participant Distribution Biological Specimens

948
PBMC Samples

461
Plasma Samples

1217
Serum Samples

2172
Demographic 

Questionnaires

1891
Clinical

2117
Epidemiological

58.7% 41.3% 1871
MoCA

1426
MDS-UPDRS



C-OPN 
Canada is -OPeN for
your research
participation​

To access C-OPN data and resources,
researchers must be registered C-OPN members.

national.manager@copn-rpco.ca

https://copn-rpco.ca/

Data sharing is governed by our Data Sharing
Policy, which ensures responsible and ethical use
of all shared information.


