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Perspectives on Data Sharing

Over 50 million people worldwide are living with —
dementia; Alzheimer’s up to 80% s L COn
2013 Dementia Summit emphasized DATA

SHARING with goal to effectively treat and prevent
Alzheimer’s by 2025

— 2006 launch Alzheimer’s Disease Neuroimaging Initiative ADNl
— World Wide ADNI & WW FINGERS ;
Recommendation: Work together globally to ® WW-ADNI

accelerate research progress, maximize
Investments & lead to new discoveries
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Since 2013 Dementia Summit

. . Alzheimer’s & Dementia
a]zheimer’s% AAI( Sate”lte THE JOURNAL OF THE ALZHEIMER'S ASSOCIATION

— 2012: Alzheimer’s Association funds GAAIN association Symposium
— 2015: GAAIN and DPUK launch data portals,

~= alzhelmers% AAI[ Satelln:e
Symposium

connecting research studies and researchers e e % I
s g g 'DISCOVER NEW o
around the world é A 's‘s.‘:«%:u*}i'f:é‘;:;é’a.;

— 2015: Dementia Discovery Fund launched e A A O | [ F o
— 2015: CAP publishes principles for data, sample & " Ih% MAIC 2ot
sharing®
— Since 2013, international growth of AAIC and AAIC
Satellite Symposia (GBHI/DIAN)

— Since 2013, Alzheimer’s & Dementia launcRg$eimers lﬂi
open access Journals DADM and TRCI 2011 2012 2013 2014 2015 2

— 4X increase in U.S. federal funding for Alzh “ S
research s:m.,.m..w::-_,m.,a." o

Hotel IN ALZHEIMER’S AND % ¢
W DEMENTIA RESEARCH !
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The AD Data Initiative — Gates Ventures
Aims to bring together international data and to augment existing efforts by
creating a common platform to access the data

Op

g* Accelerate Progress
B* Maximize Investment
B | ead to New Dlscoverles

forces mimgn A
— Resources to Support Data Sharing

» Historical lack of funding and support
mechanisms (NIA, BAND, GEENA)

W% Dementlas
\/ P\atform

Adapted from Dr. Stacie Weninger alzheimer’s % association®
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9 WW-AD N I Opportunities. for.collabo.ratio’n

and data sharing in Alzheimer’s
alzheimer’s Q) association  therapeutic research worldwide

: Giovanni Frisoni
Simon Lovestone

: " Ronald Petersen
Michael Weiner

Takeshi lwatsubo
K-ADNI J-ADN|

NA-ADNI

Data sharing through Public Private Pg{tnershlp
Current ADNI 2 PPSB Partners . g
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J-ADNI

a longitudinal observational study for biomarkers that predict
clinical progression of MCI and other early stage AD

Using an identical protocol to North American ADNI >gPPyT

Data sharing revealed highly comparable progression profiles in MCl between J-ADNI and NA-ADNI

Featured Article W
Japanese and North American Alzheimer’s Disease Neuroimaging Z ggl:’mel‘s

Initiative studies: Harmonization for international trials Dementia  rosaki
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Next step and further plans for data sharinge.|[ = == &

1. PPP in a competitive (exclusive) style
facilitates data sharing in clinical trials

Anti-Amyloid treatment for Asymptomatic AD (A4) study

“Normal” Aging

function .

b The A4 Preclinical \\
% Study LN

Now is the time... \

Years

e Secondary prevention trial in AR PET-positive elderly
* Baseline data (N=1169, North America, Australia, Japan) being P Refsa
perling

openly shared based on the public-private partnership setting!

2. From data sharing in observational studies to the establishment of Trial
Ready Cohorts (sharing study participants and data)

Trial-Ready Cohort for Preclinical /Prodromal
Alzheimer’s Disease

0
FEEDERS >200k individuals FIREWALLED: WEBSTUDY | ~50k individuals
contact info w/
GAP link to registry
public site caa
Registries Web-based Remote Data Capture
— —]
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Japanese Trial Ready Cohort for Prevention of AD
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Webstudy through internet
Risk evaluation algorithm

Trial Ready Cohort
In person longitudinal followup
PET, cognitive tests. ..

Successful
Clinical Trials
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Data sharing platforms — research cohorts

Dementias Platform UK

Epidemiological cohort Number of
datasets subjects

European Medical Information Framework

Catalogue Patient Data Summary
- dementia research cohorts

Cohort Selection

Tool (CST;
Catalogue) Million Women 1.0M
AD dementia, 9949 Normal cognition, EPIC Norfolk 25K
49972 CFAS 30.5K
T Aberdeen BC 12K
Mild cognitive Participant ELSA 12K
impairment, 10843 Selec(::::Tr; Tool Whitehall 2 10K
Total size: Caerphilly 2.5K
Sublect N 85016 UK Biobank cohort 500K
ubjective cognitive patients Generation Scotland 24K
complaints, 4622
[48 cohorts] Variable NSHD (1946 BC) 5K
Selection Tool :

(VST) Chariot 9K
SABRE Dementias oK
CamCzc Platform 3K

Catalogue Data Usage Medical Researc h Council
1.6m

. - Private Remote
Catalogue homepage visits 19975 S

Environment

AD database consults 5277 (PRRE)




Data sharing - real world data

NHS Trust Controlled Environment

Trusl'g1 platetwork o UK-CRIS datacentre and secure network

files files Output files sent via

> > secure FTP to UK-

CRIS. Data is UK-CRIS receives Elastic
encrypted

encrypted files.

14

Data de-identified il"de’l(
and uploaded (local)

NHS Mental Health EHR Extracted Elastic
Trusts across the UK s Backup and NHS Trust index
Data database
ictiona SFTP client
p SFTP
2 5 I l ' + “3@?3 S PostgreSQL
L 2] Secure VPN (local)
© o e tunnel
De-identified electronic fr €
patient records NHS Trust Data Dictionary = il
automated (OMOP)
extraction =
NHS U j
computer
access
"""""""""""""""""""""""""""""""" NHS Trustsecure T T oo TTTTTToTTToomTmmmmmmmmmmm T
VPN tunnel
Private network
Access outside Trust

(Authorised staff) Z (?‘_\&‘ C R I s
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Data sharing — opportun|t|es and challenges

AChEI
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South London & Maudsley NHS CRIS =
data -

n=2460 people with dementia

response to dementia treatment m
derived from coded and uncoded data

Kaplan Meier by DMARD user after matching (15-years)

ival probability
.94 .96 .98
I I I

Survi

.92
I

6 g Follow-up time (years) 1‘0 1‘5
6.5 m UK Primary care patients

n=5814 people with Rheumatoid
Arthritis

Treatment with Methotrexate reduces
dementia incidence
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= 500k UK Biobank volunteers
= Effects of all drugs on cognition

=  Treatment with anti-
inflammatories associated with
better cognition

Can the data be Found, Accessed, made Interoperable and Re-used ?

gister in london. PLoS One 2014, 9(11):e109484.

wajshs snoasau



Defeating dementia: progress and
challenges on the road to 2025

Questions?

#DefeatingDementia



