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Ignoring for the moment any questions about financing or political roadblocks, what would be the optimal database/system that can be built? What advantages would it offer? Who could benefit?

1. Using the multi-faceted assets of Utah in genealogy, family medical history, and clinical data, and then combining current knowledge with advanced ideas, let’s design a novel database/system for use in genomic research and clinical care. List the advantages -

i. Working towards the “personalized” medicine goal.

ii. Disease risk estimates using accurate family medical history.

iii. Focus on prevention, rather than treatment. Identify candidates for early screening.

iv. Increase response to treatments/therapies, reduce adverse drug events.

v. More effective genetic counseling.

vi. Reduce healthcare costs.

vii. Direct research/clinical and clinical/research translation, with more powerful familial/genetic research using clinical data to characterize disease risk - which can be incorporated for clinical use.

viii. More powerful genetic research, specific to the Utah population, to localize and characterize novel disease genes.

ix. Attract grant money for large population-based studies.

x. Attract industry partnerships for pharmacogenomic trials.

xi. Attract leading researchers and scientists to the state.

xii. Encourage more students to major in the Life Sciences.

2. Discuss what groups could benefit. University research? Clinical research? Healthcare systems? Public Health? Commercial companies?

3. List all known sources of data, including existing sources of genealogical/family history/genomic data. What do they contain? How many records? Who has access?

4. Determine what the best model is for creation and use of this new database/system.

5. A key component of the plan is to link the Health Family Tree application (and other family medical history applications) to provide ‘live’ records to the core database.

6. Discuss optimal solutions for the following issues:

i. Maintenance of the database

ii. Appropriate model(s) to manage the database

iii. Privacy and confidentiality concerns

iv. Determine what Internet tools are required to provide public/patient/provide education.

7. Draw a flow diagram to outline the steps required to complete this project.

8. Discuss putting our argument in the public arena. Should we write a paper for wide dissemination (not an academic one)? Submit to local newspapers or other news media?

