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Introduction
•	Alzheimer’s disease is entering a new era with disease modifying therapies (DMTs) – there were ≈138 

agents in development as of January 2025)1 – as well as blood test driven diagnosis, but trials alone cannot 
address long term safety, effectiveness, and applicability in diverse populations. High-quality real-world 
data is essential to evaluate treatment outcomes, validate biomarkers, and also understand early disease 
trajectories in both treated and untreated patients.

•	Many local or national registries and simple databases for dementia and AD operate without 
standardisation or longitudinal/long-term comprehensive RWD collection, which restricts research and the 
potential for positive impacts on patient care.2

•	An international RWD registry could provide epidemiological and natural history data, evidence of treatment 
effectiveness and safety outside of research settings and help identify patients most likely to respond to 
personalised care.2 

•	To meet this need, international experts created the International Registry for Alzheimer’s Disease and 
Other Dementias (InRAD): a global initiative to standardise AD RWD collection and better understand AD 
progression and treatment efficacy in everyday clinical practice. 

•	The InRAD registry will be free to use for clinical investigators and provide them with point-of-care 
information to facilitate patient counselling and education, and track changes in outcomes.

•	The InRAD registry will use minimum (MDS) and extended datasets (EDS)2 to capture and report 
pseudonymised longitudinal individual and aggregated RWD using a cloud-based, secure platform for data 
storage, sharing and analysis, where investigators are the Data Controllers. 

•	Adopting the InRAD data entry platform would simplify collaboration. Existing registries can align with the 
InRAD MDS, EDS and data dictionary, which will enable seamless multi-registry studies. 

•	InRAD allows benchmarking against other countries and populations, offers opportunities for publication 
acknowledgment as a data contributor and the potential to run own sub-studies.

Data dictionary and harmonised data collection
The MDS and EDS (figure 1), obtained by international consensus, is now published2 and freely available 
at https://doi.org/10.1016/j.tjpad.2025.100096 . It forms the basis of the InRAD data dictionary. The MDS is 
designed to fit into routine practice (figure 2), ensuring quick and easy RWD entry. The EDS allows deeper 
phenotyping where feasible.

In addition, InRAD’s board (Professor Frank Jessen, Professor Robert Perneczky, Professor Philip Scheltens 
and Jean Georges from Alzheimer Europe) ensure robust governance. The Scientific Leadership Group 
(figure 3) includes 18 leading international experts and is responsible for scientific analyses. While 
pharmaceutical industry partners may contribute funding, the InRAD registry maintains independence and 
transparency.

InRAD adheres to the General Data Protection Regulation and globally accepted data governance standards, 
ensuring that all patient data is pseudonymised, securely stored within Microsoft Azure’s ISO/IEC 27001 and 
SOC-compliant infrastructure and is only accessible for approved research under strict data use agreements. 
There is interest from around the world and the pilots are planned in Ireland and Australia in November 2025 
before a wider international roll-out in January 2026.

One of the key features of InRAD is its Patient Overview Graph (Figure 4) which brings together participants’ 
key health information—like test results, treatments, and important milestones—into one easy-to-understand 
dashboard. This will help clinicians to see progress over time, make informed decisions together, and keep 
track of everything that matters to patient care like MRI. The graph can also include information from other 
sources, such as blood tests or home questionnaires, making clinic visits more focused on patients.

Governance and data protection
InRAD offers a comprehensive governance and data protection package to help centres comply with local 
regulations. People with AD and their care partners provide consent to provide their data to participating 
centres, who own the data for scientific purposes.

Figure 1: Defining the minimum dataset and 
extended dataset

Figure 2: InRAD cloud-based data entry system & 
pseudonymisation before sharing with InRAD Registry

Figure 3: InRAD’s  Scientific Leadership Group

Figure 4: Patient Overview Graph (mock-up) 
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Conclusions
•	InRAD, the first and only international registry in AD and other dementias, provides a structured 

framework for capturing longitudinal RWD in diverse clinical settings. 
•	InRAD’s consensus-defined data dictionary standardises RWD collection and enables systematic 

tracking of disease progression, treatment responses and outcomes in routine practice.
•	Governance safeguards uphold data integrity and ethical standards, while facilitating international 

collaboration.
•	InRAD can fill critical evidence gaps left by traditional trials empowering clinicians, researchers, and care 

teams to improve outcomes for people living with AD.
•	All centres caring for people living with Alzheimer’s disease are welcome to join InRAD. Early 

collaboration is essential to accelerate progress and improve outcomes for tomorrow. Visit www.
inradnetwork.org for more information.

Advantages for people with AD and their 
families: 
•	Contribute to their care  

•	Aid visibility of history and changes in their condition 

•	Enable personal contribution to advance understanding of AD and patient, access and management 
InRAD can fill critical evidence gaps left by traditional trials empowering clinicians, researchers, and care 
teams to improve outcomes for people living with AD.
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Data processing, privacy, and flow

InRAD Data-Entry System
(Centre is the Data Controller) 

InRAD Registry
(Data Processor) 

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

•	 Data held in cloud per Azure region i.e, EU, UK, AU, ME...

•	 Registry staff do not have access to identifiable centre data

•	 Patient records cannnot be changed in the registry

•	 The InRAD 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

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

InRAD cloud solution architecture is hosted in Azure; Azure is regionally compliant with jurisdictional and legislative requirements with regards to Privacy and Data Protection such as ISO/
IEC, SOC, GDPR (EU, UK), IRAP, HIPAA, SPAIN ENS, and has Healthcare and Life Siences capabilities specifically offered by Microsoft for the Healthcare Industry, worldwide.
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