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The International Registry for Alzheimer's Disease and 
Other Dementias (InRAD) 

Why InRAD? 
– Addressing the Gaps in Real-World Data

What is InRAD? 
– Minimum Data Set (MDS) and Extended Data Set (EDS) 

– The InRAD cloud-based registry data entry platform

Use case: Real-World Evidence for Value-Based Decisions
– The AURORA-AD natural history sub-study

A Pivotal Moment for a Unified Approach 

InRAD: International Registry for Alzheimer's Disease and Other Dementias
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Rich drug development pipeline 
– 138 drugs in development, Jan 20251

– Lecanemab, Donanemab

Advances in biomarkers, diagnosis and 
prognosis evolving at fast pace2

Lots of questions to be answered with the 
foundation of RWD3-4

– New early AD natural history

– Application of biomarkers & risk factors
– Earlier diagnosis? 

– Long-term safety, effectiveness, value of 
treatments

– … and many others

AD care evolving rapidly

AD: Alzheimer’s disease. RWD: Real-World Data. EMRs: Electronic Medical Records

1. Cummings et al. Alzheimer’s Dement 2025;11:e70098. 2. Hansson et al.  Nat Aging. 2023;3(5):506-519. 3. Dang A. Pharmaceut Med. 2023;37(1):25-36). 4. Miller et al. Front Aging. 2023:4:1179275 



Natural History & Prognostic Modelling 
– Disease progression & prognostic factor studies

– Subgroup analyses disease trajectory in 
underrepresented populations

Real-World Outcomes & Quality of Care
– Treatment Sequencing & Switching Patterns

– Biomarker validation

– Signal detection, Long-term Safety and 
Effectiveness

– Quality-of-Care Benchmarking
– Compare adherence to clinical guidelines across 

centres and countries.

Effectiveness Research
– Comparative effectiveness studies

– Early vs Delayed diagnosis and treatment

Patient-centred & preference studies
– Patient preference eg SC vs IV, QoL, PROs

– Shared decision making & 
adherence/persistence 

Regulatory & Post-Authorization Studies
– CAP/PAES/PASS including Risk Minimisation 

Plan effectiveness

– Slower titration/different dosing regimen

Health Economics & Resource Utilization
– Cost-effectiveness: National reimbursement, 

Risk-Sharing Scheme Evaluation, sub-groups

– Time & Motion studies

Enabling Comparative Health and Value Assessment

InRAD supports many use cases including long-term safety and effectiveness & health economics



EMRs are not designed or standardised for research

Multiple fragmented data sources exist, many at the “centre level”

Data from existing cohorts do not follow a common data model fit for treatment follow up 
– e.g. standard outcomes or safety medical events

“Diagnose and Adiós”: Focus has been on diagnosis but not longitudinal follow up and practice 
is changing

No international disease registries exists for generalisable real-world evidence generation

Sustainable and consistent investment in disease registries at the national and internation arena 
does not exist

InRAD: Addressing the Gaps in Real-World Data

GU1



Slide 6

GU1 I strongly dislike the phrase diagnose and adios - I feel it's flippant and disrespectful to the doctors who care for their patients. 
Can we stop using it?
Guest User, 2025-11-10T14:17:35.805



InRAD, the first and only international clinical practice-
based registry in AD

InRAD: International Registry for Alzheimer’s Disease and Other Dementias  https://www.inradnetwork.org

InRAD (Data Processor) coordinates international research and studies

Collaboration within and outside the network

Contributing doctors' centres own their data (Data Controller)

Participation in scientific agenda (e.g. own research; multicentre or national research studies)

Data Quality workstream to support use cases

Free-to-access cloud-based data platform and collaboration infrastructure

Meaningful data Collaborative scienceSustainable platform



Define Minimum Data Set (MDS) for Alzheimer’s disease diagnosis and care 

Provide Extended Data Set (EDS) to enrich medical context
– International Steering Committee 

– Multistakeholder consultation: clinicians & academics, patient representatives, pharmaceutical industry

– Consensus agreement & Publication

First step: reaching consensus on MDS/EDS

Perneczky et al. Real-world datasets for the International Registry for Alzheimer’s Disease and Other Dementias (InRAD) and other registries: An international 
consensus, The Journal of Prevention of Alzheimer’s Disease 2025 https://doi.org/10.1016/j.tjpad.2025.100096

Demographic, efficacy and safety data collected by every 
investigator

Collected data collected where practice permits, certain 
instruments are used (e.g. those mandated by local authorities or 
that are part of local clinical practice) or when sites participate in 

registry studies

Minimum data set 
(MDS)

Extended data set 
(EDS) 
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Minimum Data Set – InRAD Observational Study Protocol

https://clinicaltrials.gov/study/NCT07213700

Adapted from Perneczky et al. Real-world datasets for the International Registry for Alzheimer’s Disease and Other Dementias 
(InRAD) and other registries: An international consensus, The Journal of Prevention of Alzheimer’s Disease 2025 
https://doi.org/10.1016/j.tjpad.2025.100096



Data entry system

Web-based

Intuitive, roll-out menus

Access through patient profile, 
disease ‘sections’

PDF-extractable summary reports 
for patient EMRs

Reducing the Data Collection Burden
By Leveraging 20+ years of MSBase registry expertise

Patient Overview Graph

Increased functionality at point-
of-care

Valued by clinicians to enable 
day-to-day patient 
management as well as 
accessible clinic data 
management

Registry and collaboration

Tool for Investigator-initiated 
prospective ‘sub-studies’

Filtering for defined sub-set of 
patient records

Allows for the creation of 
national/regional sub-studies

User-friendly interface
Designed to fit clinical workflow, 
Minimising extra work for doctors



Launching InRAD Around the World

© Australian Bureau of Statistics, GeoNames, Microsoft, Navinfo, Open Places, OpenStreetMap, Overture Maps Fundation, TomTom, Zenrin
Powered by Bing

PILOT - November 2025

Wave 1 deployment  
January 2026
18 countries
27 PIs 



Results as of 7/11/2025



Results as of 7/11/2025



Collecting the Right Data—Not Just Any Data

Green et al. Assessing cost-effectiveness of early intervention in Alzheimer’s disease: An open-source modelling framework. Alzheimer’s & Dementia 2019. https://doi.org/10.1016/j.jalz.2019.05.004

InRAD allows essential data to be captured for research 
and reimbursement.

MDS

EDS

EDS



AURORA-AD
A prospective, observational, InRAD registry-led sub-study, to shed light on the progression and 

transitions of Alzheimer’s disease, and burden on patients, care partners, and healthcare systems

Evaluating the natural history of Alzheimer’s disease in the emerging setting of disease-modifying treatments 
and timely and accurate diagnosis supported by biomarkers

Prospective, Observational, InRAD registry-led registry substudyStudy Type

Define global disease trajectories (time to transition between AD stages)Primary objective

• Characterize cognitive trajectories and their interactions with clinical and biomarker risk factors
• Assess disease burden on patients, caregivers, and healthcare systems (resource utilization)
• Explore the impact of comorbidities and concurrent treatments on disease progression

Secondary objectives

• Identify high- and low-risk progression profiles
• Examine blood biomarkers for early diagnosis and progression prediction
• Evaluate patient (and care partner)-electronic PROs
• Evaluate digital solutions for cognitive assessment for early diagnosis
• Investigate imaging biomarkers (e.g. MRI mediotemporal lobe atrophy) as predictors of deterioration

Exploratory 
Objectives

Patients from first presentation to health services and diagnosisPatient population

TBCEnrollment

5 years TBCStudy duration

AURORA-AD serves as an umbrella protocol. Will run across Europe with ca. 30 EADC sites + Others TBCLocations

Doctors need time & motivation!



Real-World Evidence for Value-Based Decisions

InRAD will enable robust, comparative health research



InRAD the first & only international, sustainable registry solution in AD
– Foundation to overcome fragmentation when EMRs are not designed for research
– InRAD enables value assessment and comparative health research 

We defined a Minimum Data Set (MDS) and Extended Data Set (EDS), 
ensuring standardised, high-quality data collection across AD registries1

We developed a data dictionary and common data model, providing a 
blueprint for structured and harmonised data capture, enabling 
seamless integration across diverse healthcare systems
The registry is about to launch:
– Pilot starting in November 2025
– Wider international roll out from January 2026
– Natural History study protocol in development 

– Motivating clinicians: High-quality data requires time and incentives

Joining InRAD means making a bigger impact than any single centre 
could alone. 
EMA workshop on AD patient registries on 15th December  

InRAD resources available https://www.inradnetwork.org

info@inradnetwork.org or jvonsy@tw1hc.co.uk

A Pivotal Moment for a Unified Approach 

1. Perneczky et al. Real-world datasets for the International Registry for Alzheimer’s Disease and Other Dementias (InRAD) and other registries: An international 
consensus, The Journal of Prevention of Alzheimer’s Disease 2025 https://doi.org/10.1016/j.tjpad.2025.100096
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Data processing and flow

- Each Centre will have its own private, dedicated, fully secured and 
segregated database with full control over that database and its 
patient data. 

- Data entry at the same time as EMR if possible
- Data held in cloud per Azure region i.e., EU, UK, AU, ME…

iMed Web 
Data-Entry System

(Centre is the Data Controller)

InRAD Registry
(InRAD Registry is the 

Data Processor )

Patient Identifiable 
Information (PII)

Pseudonymized
Data

Pseudonymisation

Security
Management

Layer

• The centre is the owner of all their data and can request 
to withdraw data from the Registry at any time

• Principal Investigators choose how their centre data is 
used and can opt-out of any investigator-initiated project 
requesting access to the global dataset

- Registry staff do not have access to identifiable centre data
- Patient records cannot be changed in the registry (read only)

Each patient
assigned a “Globally 

Unique Identifier” 
(GUID)

• InRAD Foundation runs the registry, provides the 
operational and administrative support to enable 
Investigators & SLG to conduct research analyses 
and studies by using the registry, support with 
biostatistical resources 


