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NO CURE & NO DRUGS THAT CHANGE THE 
UNDERLYING DISEASE COURSE
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Identification of risk and early features from 
published evidence 

Online population-based screening for these 
factors

Prospective follow-up
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RISK KEY

High

Intermediate

Low

Opened 11th April 2011
~1500 individuals registered
1323 eligible and included
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Age Gender Family history of PD Head injury
Medications Hypertension

Constipation Depression/anxiety Erectile dysfunction 
Alcohol Coffee Smoking

REM-sleep Behaviour Disorder
Smell loss

Tapping speed
Genetic variation

Parkinson’s disease
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Every year participants asked for new diagnosis 
of PD or movement disorder (drug lists too).

Independent specialist diagnoses.

Positive answers followed up by telephone and in-
person visit.

3 at year 1 1 at year 2 3 at year 3
7 in total

Baseline risk score and incident PD over 3 years 
Hazard Ratio = 4.39 (95% CI 1.03-18.68; p=0.045)
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Pre-Motor Parkinson’s disease?
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Motor prodrome:

• Follow up of participants seen in person
• Progression on BRAIN tapping test
• Wearable devices – PKG
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BRAIN test



@predictPD



@predictPD

Other prediction strategies are available...
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Other web-based initiatives
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https://vision-in-parkinsons.co.uk/

Slides provided by Rimona Weil

https://vision-in-parkinsons.co.uk/
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Assessments
Online visual acuity

Tapping test

Clinical questionnaire

n = 54
PD = 31

Controls = 23

n = 312
PD = 60

Controls = 252

n = 366
PD = 91

Controls = 275

Local group Web-based group

Total

Slides provided by Rimona Weil
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Cats & Dogs

Biological motion Match the grid

Circles illusionFind the horses

Snap

Slides provided by Rimona Weil
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Longitudinal study of visuo-perception in large 
numbers with genetic and clinical modifiers

https://vision-in-parkinsons.co.uk

• ~30 sites collecting data
• 224 participants taken part 

around the UK
• Target: 900 by December 2019

Slides provided by Rimona Weil
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Remote assessment of Parkinsonism 
supporting ongoing development of 
intervention (Rapsodi)

• Longitudinal cohort study of glucocerebrosidase
mutations (GBA) carriers without Parkinson 
disease

• GBA carriers drawn primarily from the pedigree 
of GBA PD cases and those with Gaucher 
disease (homozygous GBA  carriers)

• Yearly assessment of anxiety, mood, motor 
symptoms, smell, cognition with DNA collection

• All assessments online or by post

www.rapsodistudy.com

Slide provided by Stephen Mullin
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Cross-sectional data
• ~13,500 cases
• >3 million controls
• 840 available phenotypes (via questionnaire)
• DNA on all
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To obtain comprehensive longitudinal data on over 
100,000 individuals with PD in North America 
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Assessments:
• Motor symptoms
• Non motor symptoms
• Physical function
• Mental health
• Medications
• Quality of life
• Unmet needs
• Health care preferences

>10,000 in November 2017

>25,000 in October 2018
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Genetic testing at no cost

Other remote sample collection
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