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ROADMAP Goals – Phase 1

 Develop a natural history 
model across disease 
stages

 Develop appropriate 
health economic and 
budget impact models

 Set new standards for the 
collation and evaluation of 
RWE to inform decisions
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Final results of WP2

 D2.3 Stakeholder generated lists of priority outcomes
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D2.5 gap analysis
Example outputs: Challenging to obtain

Quality of carer’s and family’s lives Significant disease related life events
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EMIF-AD tools

EMIF-AD Catalogue including cohort meta data Data analysis tools: Transmart, Switchbox
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DPUK tools

DPUK data platform: Meta data catalogue and data analyses platform
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 Handels’ MMSE model
– Predict MMSE for incident AD dementia cases
– Predictors: age, time since onset

 Eli Lilly’s institutionalization model
– Predict time to institutionalization for AD dementia cases
– Predictors: MMSE, NPI, ADCS-ADL, spousal caregiver

 Novartis’ presymptomatic model
– Predict APCC and time to diagnosis of MCI or AD for cognitively normal patients
– Predictors: age, sex, APCC, ApoE4, education

Three models selected for external validation
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Despite extensive effort, data access 
remained the key roadblock

Milestones: Approached Fingerprinted Negotiated Accessed

1st choice: MEMENTO

2nd choice: GOTHENBURG H70 & PPSW

2nd choice: AMSTERDAM Cohort

BioFINDER

Other data fingerprinted within EMIF 
and DPUK

4C dataset (clinical course of cognition 
and comorbidity in mild cognitive 
impairment and dementia study)

*an extra small dataset provided by 
WP3, Maastricht university

Sept. 17th, 2018

roadblockLegend: milestone passed

Remote access, 
Sept. 17th, 2018
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SLR on HRQoL of people with
pre-dementia or dementia

Meta-analysis of HRQoL measured using EQ-5D
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 Complexity: 
– Broad scope of interest: 

• full range of disease stages

– Breadth and depth of data
• EHRs, population/clinical cohorts, trials, wearables

– Comprehensive range of stakeholders
• Industry, HTA, academic, patients, carers, HCP

ExAG: Perspective
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Data Cube 
Axis: European (EU) Data sources

67 EU Data sources
Including:
 Clinical trials
 Electronic Health 

Records
 Cohorts
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Data Cube 
Axis: Alzheimer’s disease (AD) outcomes

148 AD-outcomes
Gathered from:
 Literature Reviews

(Pragmatic & 
Systematic)

 Consultation with
working groups

 Survey shared among
people with dementia, 
carers and health
professionals

 Refined with feedback
from data sources
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3 AD-Stages
defined:
 Mild Cognitive

Impairment (MCI)
 Mild dementia
 Moderate to severe

dementia

Data Cube 
Axis: AD-Stages
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Data Cube 
Facet: EU Data sources against AD outcomes

Sorted by data type Sorted by country
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Data Cube 
AD outcomes prioritisation per stakeholders

People with dementia Healthcare professionalsCarers
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Data Cube at the 6th GAM: 
Data Sources vs AD-Stages

AD Outcomes’ Relevance within the AD-Stages
3 = 
2 = 
1 = --

AD-Outcomes availability within the Data Sources
5 = Yes, directly
4 = Yes, indirectly
3 = Yes,partially
2 = We can access to this information via other sources
1 = No
0 = “Empty”
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ROADMAP’s Interactive Data Cube is a 3D 
heat map assessment which allows the 

visualisation of the landscape on available 
Alzheimer’s disease data in Europe, 

together with their relevance for different 
stages of the disease.   

Data Cube 
Concept

https://datacube.roadmap-alzheimer.org

https://datacube.roadmap-alzheimer.org/
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 Fit for purpose
– Population based at scale
– Frequent cognitive assessment (before and after diagnosis)
– Regulatory approved standard assessments
– Outcomes:  Research partners / Record linkage (Primary Care)

 Depletables ring-fenced for dementia
– Biosamples
– Recruitment to early disease stage experimental studies

 Cost effective technologies
– Remote assessment: information technology hub
– Purpose driven (risk prediction, disease progression)
– De-novo or enhancement of existing data

Enhanced data collection:
the importance of a controlled environment
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