NAHU POSITION ON GENETIC TESTING

THE NATIONAL ASSOCIATION OF HEALTH UNDERWRITERS has followed recent
date and congressond efforts to prohibit discrimination in the hedlth insurance market asa
result of genetic testing. The Health Insurance Portability and Accountability Act of 1996
dready prohibits discrimination againgt individua members of a group hedth insurance plan on
the basis of current hedlth status or on the basis of some future predisposition to a particular
disease based on genetic testing. The law prohibits denid of benefits or increases in premium to
individual members of agroup hedth plan due to hedth satus. In addition, group hedth plans
of al szes are guaranteed the right to renew poalicies, and employees may move between group
hedth plans with full credit towards preexisting conditions limitations which have aready been
satidfied, without regard to hedth status, including any information obtained through genetic
testing. NAHU discourages any activity by insurance carriers that would incresse premiums or
terminate coverage of an individua employee of a group hedth plan due to hedth atus.

Legidation under Consideration

The issue surrounding prohibition of discrimination by employers or hedth insurance carriers due
to genetic information has evolved over the past few years. Prohibition of the use of genetic
information in the health insurance underwriting process has resulted in avariety of opinions as
to how genetic information should be defined. The definition of genetic information has been
broadened by some groups to include items that go beyond what is normally considered a
genetic test. Using a broader definition could disrupt and prevent norma underwriting
procedures, resulting in unaffordable hedlth insurance premiums for employers and consumers
dike.

Thefirg issue regarding the definition of genetic information relates to when information should
be conddered genetic information. HIPAA prohibits discrimination by any individud within a
group based on hedlth gatus, including genetic information, in the absence of adiagnoss.
Genetic information when no diagnosis or symptoms of illnessis present is cdled “predictive’
genetic information. Some pending legidation removes dl reference to predictive genetic
information, and replacesit with the term “protected” genetic information. Thisin effect goesfar
beyond the HIPAA standard and would prevent genetic information from being used in hedth
insurance underwriting or by employers even when adiagnoss of illness is otherwise present.
NAHU believes that the prohibition on the use of genetic information should be clearly limited to
predictive genetic information.



Because HIPAA did not adequately define what “genetic information” is, NAHU feds it is
important to clearly specify what should be included in the term “genetic information.” NAHU
supports a definition of genetic informetion that is limited to DNA and related gene testing done
for the purpose of predicting risk of disease in asymptomatic or undiagnosed individuas, and
which clearly excludes such items as age, gender, and information from physica exams and lab
work including items like cholesterol tests, performed to detect symptoms, clinicd sgns, or a
diagnosis of disease.

Negative Impact on Employers

Some pending legidation would make insurance carriers, hedlth plans, and employers vulnerable
to unlimited and frivolous lawsuits. These bills prohibit employers from using genetic information
in hiring and firing, but use such a broad definition of genetic information that employers who
perform multiple Human Resources (HR) functions (e.g., hiring/firing and health benefits
adminigration) could be severdly impacted as they move from one functiona role to another.
Smdl employers could be particularly vulnerable to this section of the bills. A casua remark
made about someone' s mother’s hedlth at awater cooler for instance, could place the employer
in an unfavorable postion of having knowledge of “family medica history,” which may be
conddered genetic information under some legidation. The possibility of virtudly unlimited
ligbility could prove to be afinancid hardship for many employers and dampen their enthusiasm
to offer benefits.

Conclusion

NAHU recognizes the beneficia uses of genetic testing to fight disease and its potentid utility in
the generd practice of medicine. We look forward to working with the medical community,
Congress, and the statesto develop ethica guidelines for the gppropriate use of genetic
information, which arein the best interest of the Americanpeople.



