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Dear Mr. Kemp,

We are writing to you on a matter of great concern to the members of 
the National Institutes of Health/Department of Energy Joint Subcommittee on 
the Human Genome. The Joint Subcommittee was established to coordinate 
human genome research activities at NIH and DOE, including activities 
addressing the social implications of new genetic knowledge. At its meeting 
on June 15, 1991, the group discussed the proposed regulations by the Equal 
Employment Opportunity Commission (EEOC) to implement the Americans With 
Disabilities Act (ADA), and the potential impact of these regulations on genetic 
testing by employers. The Joint Subcommittee on the Human Genome 
unanimously endorsed the statement by its working group on the Ethical,
Legal, and Social Issues of the Human Genome Project which was submitted to 
the EEOC on April 29. 1991 (attached). The working group identified three 
areas of major concern with respect to the proposed EEOC regulations and 
recommended the following inclusions:

1. No individual shall be discriminated against on the basis of genotype. 
Although those with disabilities due to genetic causes should be protected 
under the Act, it is not sufficiently clear from the proposed rule that the Act 
extends its protection to those who are carriers for a recessive disorder (i.e., 
individuals who, because they inherit one defective and one normal gene from 
their parents, do not exhibit symptoms of that disorder). It is also not 
sufficiently clear that individuals diagnosed presymptomatically for late-onset 
genetic disease are definitively protected. Therefore, it is recommended that 
the EEOC make these protections explicit.

2. Post-offer employment entrance medical examinations should be limited to 
assessing job-related physical and mental conditions only. The EEOC's current 
interpretation of section 16 30.14(b)(3) permits an employer to conduct non 
job-related medical testing on persons to whom a conditional offer of 
employment has been made. Although the employer is not permitted to utilize 
medical information stemming from this testing, the mere permissibility of 
such tests encourages surreptitious testing and the invidious use of medical 
information for discriminatory purposes. This vitiates the legislative intent of 
the ADA to protect against such discrimination and should not be permitted.
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3. Mechanisms are needed to ensure strict privacy and confidentiality of 
employee medical records. The privacy and confidentiality o f employee 
medical records arc frequently breached when medical records arrive in 
employment benefits offices or other departments in which an employer has a 
valid claim to see one part of the record but not the entire medical history. To 
protect employee privacy and confidentiality, a) an employee or applicant 
should be permitted to authorize the release of only specifically job-related 
medical information, rather than signing a blanket release form and b) rule-
making proceedings should be initiated to determine the most effective way of 
protecting the privacy of health insurance claims. One option is for each 
employee to have a separate medical claim number under which claims are 
subm itted .

The NIH-DOE Joint Subcommittee on the Human Genome strongly urges 
that the EEOC accept the clarifications and changes recommended by the Joint 
ELSI working group. The ADA has significant potential to protect those with 
disabilities, whether of genetic origin or otherwise. We ask your cooperation 
in not vitiating the legislative intent of this Act through your rule-making.

Thank you for your attention.
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