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act would require explicit authorization to collect DNA
-samples for genetic analysis and limit the use of informa-
tion gained from them. The aim is to protect individual
privacy by giving the individual the right to authorize who
may have access to his or her genetic information.
This is a good start, but it is not enough. Laws to protect
- genetic privacy appeal to our sense of autonomy, to our de-
sire to take control of what appears to be our own posses-
sion, our genome. But privacy protection in itself will not
eliminate the threat of genetic discrimination. First of all, it
probably will not work. Genetic information as well as med-
ical records are computerized. Computers are linked. In the
world of the Internet, someone who wants to penetrate the
system will eventually find a way to do so. Any attermpt to
maintain control over genetic information is likely to fail. .
Second, privacy regarding one’s genome is undesirable.
Knowledge of one’s genome could improve preventive
health care. The more our physicians know about our ge-
netic predispositions the more they can head off difficul-
ties before they arise. Rather than privacy, what we want is
the use of genetic information that does
not discriminate against people because of

and want nothing less than a perfectly healthy child. Or
they may cancel the adoption because they fear that theyll
lose their family health care insurance and become stuck
with unpayable medical bills. The first problem is cultural

-or ethical, the second economic.

AN WE FORECAST a connection between genetic
discrimination and selective abortion? Yes. A cou-
ple in Louisiana had a child with cystic fibrosis, a
genetic disorder leading to chronic lung infections
and excruciating discomfort. When the wife became preg-

~ nant with the second child, a prenatal genetic test revealed

that the fetus carried the mutant gene for cystic fibrosis.
The couple’s health maintenance organization demanded
that they abort. If they refused to abort, the HMO would
withdraw coverage from both the newborn and the first
child. Only when the couple threatened to sue did the
HMO back down and grant coverage for the second child.
With the advarice of prenatal genetic testing, both par-
ents and insurance carriers can find out whether a child
may be prone to having a debilitating and
expensive disease. It is not unrealistic to

" their genetic makeup. Genetic imagine the insurance industry publishing
A few years ago my 23-year-old godson a list of disqualifying genetic predisposi-
Matthew was rushed to the hospital for knowledge tions. If one of the predispositions were
emergency surgery. He was diagnosed can help us found in a fetus, the industry would man-
-with familial polyposis, a colon cancer in ~ praqt or date an abortion under penalty of loss of
an advanced stage. In a-heroic effort, the : coverage. This would outrage pro-life par-
surgeon’s team managed to remove all ma- prevent some ents, and even pro-choice parents would
lignancy. Afterward the surgeon asked the diseases, find this financial pressure to be the equiv-
parents if there were any cases of colon but it alent of a compromise on choice.
cancer in Matthew’s family. “We don’t by We are moving step-by-step toward this
know,” the parents answered, explaining also be the selective abortion scenario. In addition to
that Matthew had been adopted-as an in- basis for feeling pressure from the privately funded
fant and his records were closed. - insurance industry, parents themselves will
“Well,” said the doctor, “this kind of

cancer is genetic. Had we known that

‘Matthew had a predisposition, we could

have monitored him from age ten and removed precancer-
ous polyps. He would never have come to this crisis situa-
tion.” This case shows the value of computerized and
sharable genomic information. '

At some point in the future a simple blood test will re-
veal each of our individual genomes, and we may be able
to use this knowledge to great benefit. Laws promoting ge-
hetic information without discrimination will contribute to
better health care rather than deny it.

A number of states have laws allowing genetic informa-

tion to be secured from birth parents and made available

to adopting parents. In this way, one can learn the fre-
quency of a disorder in a family but not the identity of the
family. As genetic testing becomes more sophisticated,
DNA tests will provide the same information.

But if adopting parents view adoptable children as
commodities to be consumed, such genetic testing could
inadvertently lead to discrimination. If the child tests pos-
itively for a genetic defect, the adopting parents may think
of the child as defective and refuse to adopt him or her.

They may be caught up in the “perfect-child syndrome”

 discrimination.

1035

likely develop criteria for deciding which fe-
tuses will be brought to term and which will
be aborted. Genetic criteria will play a
major role. Prenatal testing to identify disease-related genes

will become routine, and tests for hundreds of deleterious

genes may become part of the prenatal arsenal. Parents
wanting what they believe to be a perfectly healthy child
may abort repeatedly at each hint of a genetic disorder.
Choice and selection will enter the enterprise of baby mak-
ing at a magnitude unimaginable in previous history.

Most families will confront the issue when they find
themselves in a clinic office talking with a genetic counselor.
Although a genetic analysis of beritable family traits can help
immensely in planning for future children, talking with a ge-
netic counselor too often begins when a pregnancy is already
in progress. The task of the genetic counselor is to provide

information regarding the degree of risk that a given child
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