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In rare and common neurodegenerative diseases, by the 
time the patient develops symptoms, neuronal loss is already advanced. People with pre-
symptomatic disease offer great hope for understanding pathogenetic mechanisms and 
testing potential neuroprotective agents, but how can such people be found? 
Patient recruitment via support or advocacy groups is expensive and time consuming. A 
novel alternative approach is web-based recruitment and screening. Potential advantages 
include extremely wide catchment, cost efficiency, and sharing of potential participant 
rosters. Data entries can themselves provide valuable research information. An example 
of such a website is that developed for the intramural NINDS protocol, “Biomarkers of 
Risk of Parkinson Disease,” In conjunction with placement of a Google Ad. After about 8 
months the site has already been visited by more than 13,000 people. Almost 750 people 
have entered their risk factor data yielding 84 with multiple rsk factors rendering them 
eligible for further study, without involvement of an advocacy group. 
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eChallenges

In rare and common neurodegenerative diseases, by the
time the patient develops symptoms, neuronal loss is 
already advanced.

Support or advocacy groups emphasize searches for 
“cures” of symptomatic disease. 

People with pre-symptomatic disease offer great hope 
for understanding pathogenetic mechanisms and testing 
potential neuroprotective agents, but how can such 
people be found?

Patient recruitment is expensive and time consuming.

Rosters of potential research participants are not 
shared among investigator groups.



ePotential Advantages of Web-based Recruitment

Extremely wide catchment including by people with 
early disease or with statistical risk factors.

Cost efficiency. 

Rosters of potential research participants can be 
shared.

Data entries can themselves provide valuable research 
information.



eExample: Biomarkers of Risk of Parkinson Disease



eRegistration



eConsent



eResearch Data



eAdministrative Database



eWide Catchment



eConclusions

A protocol-specific website is a powerful, cost-effective
tool for
informing the public,
recruiting potential research subjects,
obtaining research data,
constructing a subject database, and
tracking study status. 

Such a website also offers unique opportunities for
collaboration and data sharing.
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