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WHAT IS A REGISTRY?

• A system used to organize or catalogue patient information 
for research, administrative, regulatory, or governmental 
purposes.



A REGISTRY IS NOT …
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IMPACT ON RESEARCH COMMUNITIES

• Enhancing and broadening research collaboration
• Efficient use of research dollars
• Facilitates multicenter studies
• Greater success in government agency research grants 



IMPACT ON CLINICIAN COMMUNITIES

• Advocacy for resources
• Access to novel treatments
• Facilitate consensus on standards of care



IMPACT ON PATIENT COMMUNITIES

• Link patient community to researchers
• Increase research opportunities for patients 
• Clinical trial preparedness – facilitates drug development
• Increase philanthropy to patient organizations



A CONCRETE EXAMPLE:



• Clinic-based recruitment
• Self-registration
• Launched 2010
• 29 clinics, 8 provinces
• 55 investigators at 15 

academic institutions



Over 4000 patients from 10 provinces and territories!



REGISTRY COMPOSITION

Registration over Time
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TOTAL CNDR PROJECTS
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METHODOLOGY PUBLICATIONS

RESEARCH ARTICLE Open Access

Perspectives on neurological patient registries:
a literature review and focus group study
Lawrence Korngut1*, Gail MacKean2, Lisa Casselman3, Megan Johnston1, Lundy Day6, Darren Lam5,
Diane Lorenzetti4, Janet Warner1, Nathalie Jetté5 and Tamara Pringsheim6,7

Abstract

Background: Patient registries represent a well-established methodology for prospective data collection with a
wide array of applications for clinical research and health care administration. An examination and synthesis of regis-
try stakeholder perspectives has not been previously reported in the literature.

Methods: To inform the development of future neurological registries we examined stakeholder perspectives about
such registries through a literature review followed by 3 focus groups comprised of a total of 15 neurological
patients and 12 caregivers.

Results: (1) Literature review: We identified 6,435 abstracts after duplicates were removed. Of these, 410 articles
underwent full text review with 24 deemed relevant to perspectives about neurological and non-neurological regis-
tries and were included in the final synthesis. From a patient perspective the literature supports altruism, responsible
use of data and advancement of research, among others, as motivating factors for participating in a patient registry.
Barriers to participation included concerns about privacy and participant burden (i.e. extra clinic visits and associated
costs). (2) Focus groups: The focus groups identified factors that would encourage participation such as: having a
clear purpose; low participant burden; and being well-managed among others.

Conclusions: We report the first examination and synthesis of stakeholder perspectives on registries broadly with a
specific focus on neurological patient registries. The findings of the broad literature review were congruent with the
neurological patient and caregiver focus groups. We report common themes across the literature and the focus
groups performed. Stakeholder perspectives need to be considered when designing and operating patient
registries. Emphasizing factors that promote participation and mitigating barriers may enhance patient recruitment.

Keywords: Patient registries, Perspectives, Neurology, Focus group, Review

Background
Patient registries represent a well established method-
ology for prospective data collection with a wide array
of applications for clinical research and health care ad-
ministration [1]. In contrast to randomized controlled
clinical trials, patient registry data is often highly
generalizable to the source patient population and pro-
vides a complimentary mechanism to derive evidence
for clinical decision-making and management [2].
Some neurological conditions are sufficiently uncom-
mon or rare that single centre observational studies

and randomized controlled clinical trials are unfeasible
and thus are good candidates for studies through pa-
tient registries. Data sources for patient registries
range from clinic-based through administrative data
collection and often there is capture of patient demo-
graphic and/or medical data. As part of the Public
Health Agency of Canada’s National Population Health
Study of Neurological Conditions, we undertook the
development of Neurological Registry Best Practice
Guidelines for Canadian registries [3]. A key aspect of
successful guideline development is the incorporation
of various stakeholder perspectives to ensure relevance
and feasibility. We examined perspectives about regis-
tries through a literature review. We subsequently per-
formed neurological patient and caregiver focus groups
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An expert is a person who has made all the mistakes which 
can be made, in a narrow field.  - Niels Bohr



REGISTRY DESIGNED FOR PURPOSE



REGISTRY DEVELOPMENT PROCESS



EXAMPLE: POMPE DISEASE



EXAMPLE: POMPE DISEASE



EXAMPLE: ATTR - FAP



EXAMPLE: ATTR - FAP




