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pretesting of the new form could be done in such a way to shed light on
best way to proceed with regard to recontacting respondents.
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We recognize that a good pretest will take time so we recommend that for the 2013-14
NHANES, the program modify the consent form based on best current knowledge or a small
pilot test but continue with more extensive pilot work.

Meeting the “Dire Duty to Warn” criteria

We recommend that the program proceed with the plan to identify the most appropriate group
currently working to “bin” the genome and present the result of that effort at the next BSC
meeting. The BSC will set up a workgroup composed of at least two BSC members and other
relevant partics, e.g. geneticists, clinicians, ethicists, to determine which of the genes that fall
into Bin 1 meet the NHANES criteria of a dire duty to warn. We anticipate that the workgroup
will make this determination once a year.

Outreach to other organizations

The issues raised by the DNA genetics program are not unique to this survey. We applaud the
efforts of the program to involve other agencies and encourage further outreach. We would like
to see a plan for additional broader discussion of the issues raised, e.g. recontacting respondents,
the possible psychological distress, ctc. Possibilities for accomplishing this could be through a
conference, an National Academy of Sciences workshop or other means. We request that the
DHANES program staff update the BSC on outreach activities at the next BSC meeting.

We appreciate the opportunity to provide input on this important topic affecting one of NCHS’
critical programs.

Sincerely,
Is/

[lewellyn Cornelius, Ph.D.
Chair, NCHS Board of Scientific Counselors



