


Parkinson Disease
• Neurodegenerative Disease causing tremor, slowed 

movements and falls, may also affect cognition in later 
stages

• Affects 1-2% of individuals over age 60
• Has genetic and environmental components with complex 

interaction
• No state wide registries in the US
• Opportunity for wise health delivery planning and research.
• Synergy with UPDB and cancer registry



General information about Rule R384-300
• UDoH has issued a rule that makes Parkinson disease (PD) a reportable 

condition in the state of Utah. 

• Similar to the other Utah Registries, the PD registry is housed at the 
University of Utah. 

• Collecting and analyzing this information in an entire state will provide 
important clues about the causes of the disease, as well as help to ensure 
that adequate health care resources are available for all patients.

• Physicians/surgeons, other health care practitioners and health care 
facilities are asked to report and allow access to their records by 
authorized Registry staff. 
Individuals with PD are encouraged, but not mandated to report.





A breakdown of what the requested amount will be spent on

• Support for maintenance of website, data security 

and server costs: $ 20,000 

• Curation of data and checks for accuracy (2FTE’s + benefits):  $ 50,000

Outreach coordinators (2) to ensure proper 

reporting in all counties of the state (2FTE’s + benefits) 

$100,000

• Travel for outreach coordinators (car, air, meals,

hotel) $ 20,000

MD & patient outreach events across the state $ 10,000

TOTAL: $200,000

• We are asking for on-going support of the Utah PD registry.



Return on investment & definition of success

• The registry is designed to be a foundational step in the 
conquest of this disease.

• No other state or country have the database capabilities 
enjoyed by Utah including:
- the Utah Cancer Registry, 
- the Utah Autism Registry,
- the Utah Population Data Base. 

• The registry will have direct benefits to healthcare planning 
for the state, and also for patients and researchers world-
wide.

• Metric for success:
3,000 pts enrolled by June 30, 2017.


