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Thank you Peter (Meade, executive vice president BlueCross BlueShield).

I’m delighted to be here today for this important conference. As many of you know,
Governor Cellucci and I recently signed legislation to protect the privacy of information
obtained through genetic testing. Massachusetts is the 39th state to enact such a law.

This act puts our state at the forefront of the battle to protect genetic information. As
researchers continue to map the human genome, it has become increasingly possible to
know the most intimate details of our biological makeup—our susceptibility to disease and
illness and, possibly even, our emotional and intellectual traits.

This knowledge, undoubtedly, will aid researchers in predicting illness and finding new
cures for diseases. It will help doctors to make more precise diagnoses and prescribe more
effective treatments. However, the information now available through genetic testing has
also raised issues and questions about individual privacy and how this new information
should be protected.

Under the bill we signed in August, banks, insurance companies and employers are
prohibited from forcing people to take genetic tests and from using information contained
in genetic tests as a basis for unfair discrimination. Among other things, the law prohibits
the disclosure of genetic test results without prior written consent and limits the use of
genetic tests in life, disability and long-term care insurance.

It is imperative that we have safeguards in place to prevent the misuse of genetic
information. People who undergo genetic testing should not have to fear that someday the
results might be used against them. This act provides that protection. For example, under
the law, if a woman is tested to determine whether she has a high risk of ovarian cancer, the
results of the test cannot be used as a basis for denying health insurance coverage.

The progress that has been made in deciphering the human genome has clearly opened up a
whole new world of knowledge. This has created a lot of excitement about the potential
medical benefits, but it has also generated concern among the general public about the
possible impact on workers and those seeking health insurance or bank loans.

According to a 1998 survey taken by the National Center for Genome Resources, 85 percent
of Americans believe that employers should be prohibited from obtaining genetic
information about their employees. The survey also shows that 69 percent of Americans
believe that health insurance companies should not have access to this information. Sixty-
three percent of the respondents said they probably or definitely would not take a genetic
test if insurers or employers had access to the results.

These numbers show that people are generally wary about how this information might be
used, and they should be. We are entering uncharted waters. Not only are consumers
expressing concern, but members of the medical profession also are voicing a certain
amount of trepidation. The American Medical Association recently reported that physicians
who fail to tell patients about the availability of genetic tests could soon face the possibility
of genetic malpractice suits. According to the report, patients may eventually hold
physicians responsible for providing information about these tests, even though many of the
tests can only tell if a patient has a higher likelihood of getting a disease.

No one knows for sure what the future holds for genetic testing. That’s why, for example,
the genetic privacy act we approved tries to balance consumer concerns with the legitimate
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needs of the insurance industry. It’s a delicate balance, and we’re not sure how it will all
work out. We may need to go back and revise the law, depending on how things develop. A
special commission, consisting of representatives from a wide range of public and private
interests, has been created to monitor the situation.

The new law, however, is a good beginning—an important first step. It’s part of a larger
effort by our Administration to protect individual privacy. Last summer, Governor Cellucci
and I filed omnibus legislation that encompasses most other areas of privacy protection,
from the collection of DNA to the use of consumer information. Like the genetic privacy
act, the legislation balances the needs of commerce with the inherent rights of consumers to
maintain their privacy. Although the Legislature did not act on these proposals, we intend
to keep pushing for their passage and the protection our citizens deserve. We are currently
revising the bill to take into account industry concerns and recent developments on privacy.

In addition, we’re looking more closely at expanding protection for all medical records, not
just genetic testing results. Some protection already exists for these records, but we want to
make sure Massachusetts residents have the safeguards they need in this age of electronic
communication.

Privacy, whether it involves medical information or consumer buying habits, has become a
big issue as more and more of our personal information has been reduced to computer
bytes. I was pleased to be the only elected official appointed to the Federal Trade
Commission’s Advisory Committee on Online Access and Security. The committee recently
delivered a report to the FTC that we hope will provide a framework for measures to
protect consumer privacy.

Similar to today’s gathering, that advisory committee included representatives from affected
industries and consumer organizations. With the growing complexity of information
technology, it is extremely important that government, industry and advocacy groups work
closely together to resolve the many issues involved in privacy protection.

We’ve made some progress on these issues, on both the state and federal levels, but more
work needs to be done. That’s why conferences like this are so important. Thank you for
inviting me.

I’d now like to turn things over to Rep. (Jay) Kaufman, who will moderate a panel on the
potential use of genetic information as a basis for discrimination.


