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Abstract

Real-World data platforms for Alzheimer’s Disease (AD) offer a unique opportunity
to improve health equity through better understanding of health disparities and
inclusivity in research, which is critical to translatability of research findings. AD
research in the US and globally remains largely inaccessible to many individuals due to
individual-level, study-level, investigator-level and larger systemic barriers. ALZ-NET,
a US-based registry to evaluate longitudinal outcomes of patients being evaluated for
or treated with novel FDA-approved AD therapy, and New IDEAS, an observational
US-based longitudinal study of amyloid PET clinical utility, both offer opportunities for
examining care, inclusivity, and disparities.

ALZ-NET (Alzheimer’s Network for Treatment and Diagnostics) is a national, provider-
enrolled, patient registry collecting longitudinal regulatory grade clinical data. It also
features a diagnostic imaging and biospecimen repository. Providers at clinical sites
across the US enroll and longitudinally follow patients being considered for Food and
Drug Administration (FDA)-approved AD therapies according to local site practice
standards. Clinical practice sites across the US are eligible for ALZ-NET participation,
allowing a greater diversity of participating patients. Registry data is maintained using
centralized, secure electronic data capture and management systems that will allow for
co-enrollment of participants into affiliated clinical trials, merging of data with existing
databases, and data sharing to facilitate additional research studies.

NEW IDEAS (Imaging Dementia - Evidence for Amyloid Scanning) has enrolled
cognitively impaired Medicare beneficiaries at memory clinics across the US since
2020. New IDEAS features a dedicated recruitment and engagement strategy that
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areas to specifically address barriers to participation in traditional research. New

in successfully increasing representation in AD research on a large scale, with >40%
of the current patient population consisting of individuals historically not included in
research. New IDEAS also offers insights into rates of amyloid pathology by in vivo
biomarkers among diverse populations.

Real world data platforms like ALZ-NET and New IDEAS serve an important role in
fostering greater understanding of health disparities and inclusivity in research to

improve care.



mailto:Charles.Windon@ucsf.edu

	Abstract

