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Oh Jan 17, the UK’s Academy of Medical Sciences issued a report, Personal data for public
good: using health information in medical research, on the use of individual medical information
for research purposes. The report highlights the tension between the vifal need to respect the
privacy of patients and the important task of medical research using large population datasets.

Growing concerns about privacy have spawned a great many laws and regulations governing the
use of personal data, as spelled out, for example, in the UK’s Data Protection Act and the EU

Clinical Trials Directive. (a) These regulations are complex in themselves, but the various ways in

which they are interpreted increase complications for researchers, with the result that important and
worthy projects can be long delayed or blocked entirely.
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{b)_ To remedy these problems, the Academy’s report makes recommendations, which The Lancet

strongly endorses, in five areas. First, it claims that identifiable data can be used if the research to

be undertaken is necessary and balances privacy concerns with public benefit. The report also
recommends simplifying the process of assessing proposals so that researchers can get clear and
timely decisions about their projects, all of which should be done under a code of practice, to be
developed. It suggests that immunity from liability for data controllers should be considered, and
recommends that the needs of researchers, not just those of practitioners, should be incorporated
inte ongoing development of the information technology programme of the NHS*. Finally, patients,
in formal groups and among the general public, must be engaged in discussion and debate. A group
that has been established as a temporary statutory body, the Patient Information Advisory Group**,

should be thoroughly reconfigured, with one of its key roles being active facilitation of research.

(H38)  "Striking the right balance between privacy and public good", Editorial, The Lancet, vol.
367, January 28, p2735, 2006
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Patient Information Advisory Group**: BFEHRFEBEE=. 2001 FFIZERICE TN T BY
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