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Needs

< Large clinical datasets needed for:
— Studies on etiology
— Studies on prevalence and course disease
— Monitoring tfreatment effects
— Selection of subjects for other studies

<+ Type of data
— EHR

— Research cohorts
« Population-based
e Clinical based
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Incentives and barriers
. (
(researcher perspective)

<+ Incenftives
— Access to data
— Access to patients
— Publication
— Funding

< Barriers
— No ethical approval
— No valid scientific question
— No acknowledgement
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Involvement patients

<+ More than willing to advance medical research

< In research in clinical or epidemiological setting:
— Ask consent for reuse data/samples

— Ask consent for obtaining additional data from national
registries
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Technical needs

% Common data model
— EMIF-AD Minimal dataset definition

< Search for cohorts
— EMIF catalogue

< Search for patients

— EMIF subject finder/EPAD prePAD
e Searches within minimal datasets of local databases

< Central datastorage
— EMIF tranSMART
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EMIF catalogue f
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Example: Prevalence predementia AD  (emie/

Subject level meta analysis of 8000 subjects from 51 cohorts

Figure 2. Association of Age With Prevalence Estimates of Amyloid
Positivity According to Cognitive Status
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The prevalence estimates were generated from generalized estimating
equations. The model included age and cognitive status as predictors. Shading
indicates 95% Cls; SCl, subjective cognitive impairment; MCI, mild cognitive
impairment.

Jansen et al JAMA 2015
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More Information

<+ EMIF general
—Bart Vannieuwenhuyse (bvannieu@its.jnj.com)
—Simon Lovestone (simon.lovestone@psych.ox.ac.uk)
—Johan van der Lei (.vanderlei@erasmusmc.nl)

< EMIF-Platform

—Johan van der Lei (.vanderlei@erasmusmc.nl)

—Nigel Hughes (nhughes@its.jnj.com)
+EMIF-Metabolic

— UIf Smith (ulf.smith@medic.gu.se)

—Dawn Waterworth (dawn.m.waterworth@gsk.com)
<EMIF-AD

— Pieter Jelle Visser (p].visser@maastrichtuniversity.nl)

— Johannes Streffer (jstreffe@itfs.jnj.com)

EMIF is operating under IMI Grant

Agreement n°115372
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