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Research activity
Flanning
Provided an investigator with financial support
Provided advice on the design of a research project
Provided researcher with a letter of support
Wrote funding proposal to conduct own research
Conduct

Helped recruit research subjects
Participated in data collection

Involved with research registry or biobank?
Helped prepare a research report or article

Participated in data analysis

Dissemination of research results
Presented research via a website or newsletter
Organized or supported a scientific conference

Helped disseminate research through the press

Presented research at scientific conference

113 (91)
93(75)
o6 (45)
55 (44)
46 (37)

110(89)
75 (60

38 (31)
37 (30)

“This question was not specific to the past 2 years.

Research
involvement among
124 disease
advocacy
organizations in the
past 2 years

Landy et al. 2012. How disease
advocacy organizations
participate in clinical research: a
survey of genetic organizations.
Genetics in Medicine 14, 223—
228
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