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June 25,1990

The Honorable Senator Tom Harkin 
316 Hart Senate Office Building 
US Senate
Washington, DC 20510-1502 

Dear Senator Harkin,

We wish to congratulate you on passing the Americans with Disabilities Act (ADA), and to call 
your attention to the issue of genetic discrimination. The Act creating the Biomedical Ethics 
Advisory Committee (P. L. 99-158) mandated our examination of the consequences of modem 
genetic technology. Although the Committee is temporarily in suspense, while the Biomedical 
Ethics Board works out some internal matters, the BEAC identified genetic discrimination as an 
important policy issue resulting from progress in DNA diagnostics.

The use of genetic tests may create groups of individuals whose coverage under the ADA is not 
clear. Those who are predicted to develop genetic diseases — whose symptoms do not begin until 
middle age, for example — could conceivably be excluded from coverage. This presents the 
prospect of unfairly discriminating against them before they are disabled. They could become 
eligible for protection only when they actually develop symptoms. The number of people in this 
category numbers only in the thousands now, because the technology is new and it has only been 
applied to a few relatively rare diseases, such as Huntington disease, but the number may grow 
over the coming decades.

Those who are “carriers” of a disease-associated gene can also be discriminated against unfairly.
In most cases, these individuals have no disability, or only very mild disability. There is 
nonetheless a record of genetic discrimination against such individuals, most recently during sickle 
cell screening programs in the 1970s. In the past, discrimination was usually based on a confusion 
of carriers, with a single copy of a defective gene, with those actually affected by a genetic disease. 
who have two copies of a defective gene. In the future, there may also be discrimination because 
carriers are at higher risk of having a child with a genetic disease, whose care would increase health 
costs for the parents employer.

The use of genetic tests will increase in future years, and you could perform a great service by 
making clear that the ADA is intended to protect against these kinds of genetic discrimination. 
Clarifying the scope of protections under ADA would likely entail no more than including a few 
sentences in the conference report. We wonder if you would consider adding such language.

It is unfortunate that the Biomedical Ethics Advisory Committee has been unable to function, as it
was intended to assist Congress in dealing with just such issues as genetic discrimination. The



Committee was well suited to addressing policy issues that Congress must contend with, issues 
that could benefit from ethical analysis informed by a solid technical background. Perhaps in the 
future, the Committee or a successor body can more successfully assist Congress in this important 
task.

The accompanying fact sheet explains genetic discrimination in somewhat greater detail. We are 
also available if you have any questions.

Sincerely,

Alexander Capron Edmund Pellegrino, M.D.
Chairman Vice-chairman

Robert Mullan Cook-Deegan, M.D. 
Acting Executive Director

cc: Biomedical Ethics Board
Biomedical Ethics Advisory Committee 
Hy Feldblum 
David Chavkin
Nancy Wexler, chairman, NIH-DOE working group on Ethical, Legal, and Social Issues 

related to the Human Genome Project
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June 25, 1990

The Honorable Steny H. Hoyer 
1513 Longworth House Office Building 
US House of Representatives 
Washington, DC 20515-2005

Dear Representative Hoyer,

We wish to congratulate you on passing the Americans with Disabilities Act (ADA), and to call 
your attention to the issue of genetic discrimination. The Act creating the Biomedical Ethics 
Advisory Committee (P. L. 99-158) mandated our examination of the consequences of modem 
genetic technology. Although the Committee is temporarily in suspense, while the Biomedical 
Ethics Board works out some internal matters, the BEAC identified genetic discrimination as an 
important policy issue resulting from progress in DNA diagnostics.

The use of genetic tests may create groups of individuals whose coverage under the ADA is not 
clear. Those who are predicted to develop genetic diseases — whose symptoms do not begin until 
middle age, for example — could conceivably be excluded from coverage. This presents the 
prospect of unfairly discriminating against them before they are disabled. They could become 
eligible for protection only when they actually develop symptoms. The number of people in this 
category numbers only in the thousands now, because the technology is new and it has only been 
applied to a few relatively rare diseases, such as Huntington disease, but the number may grow 
over the coming decades.

Those who are “carriers” of a disease-associated gene can also be discriminated against unfairly.
In most cases, these individuals have no disability, or only very mild disability. There is 
nonetheless a record of genetic discrimination against such individuals, most recently during sickle 
cell screening programs in the 1970s. In the past, discrimination was usually based on a confusion 
of carriers, with a single copy of a defective gene, with those actually affected by a genetic disease. 
who have two copies of a defective gene. In the future, there may also be discrimination because 
carriers are at higher risk of having a child with a genetic disease, whose care would increase health 
costs for the parent‘s employer.

The use of genetic tests will increase in future years, and you could perform a great service by 
making clear that the ADA is intended to protect against these kinds of genetic discrimination. 
Clarifying the scope of protections under ADA would likely entail no more than including a few 
sentences in the conference report. We wonder if you would consider adding such language.

It is unfortunate that the Biomedical Ethics Advisory Committee has been unable to function, as it
was intended to assist Congress in dealing with just such issues as genetic discrimination. The



Committee was well suited to addressing policy issues that Congress must contend with, issues 
that could benefit from ethical analysis informed by a solid technical background Perhaps in the 
future, the Committee or a successor body can more successfully assist Congress in this important 
task.

The accompanying fact sheet explains genetic discrimination in somewhat greater detail. We are 
also available if you have any questions.

Sincerely,

Alexander Capron Edmund Pellegrino, M.D.
Chairman Vice-chairman

Robert Mullan Cook-Deegan, M.D. 
Acting Executive Director

cc: Biomedical Ethics Board
Biomedical Ethics Advisory Committee 
Hy Feldblum 
David Chavkin
Nancy Wexler, chairman, NIH-DOE working group on Ethical, Legal, and Social Issues 

related to the Human Genome Project



Genetic Testing and the Americans with 
Disabilities Act

This fact sheet draws attention to some ambiguities raised by genetic tests, specifically as they relate 
to the scope of protections under the Americans with Disabilities Act. This summary highlights the 
specific relevance of those discussions to how coverage under ADA might be clarified, either by altering 
the statute or explicitly mentioning predictive genetic testing in conference report language and in other 
legislative history.

Background
Advances in human genetics will increase the number of diseases that can be diagnosed by direct 

analysis of DNA, and will provide new technologies to make DNA tests faster, cheaper, and more 
accurate. In cases where analysis is of nonhuman DNA, such as to identify infections, this raises issues 
similar to those related to existing tests such as those for AIDS. These uses of genetic tests are not 
conceptually new, and are not dealt with further here.

Genetic tests of human DNA do raise some new dilemmas. These are to some extent similar to 
predicting disability by other tests, such as those for hypertension and blood cholesterol, but the number of 
disorders and the nature of direct DNA analysis will intensify debate about how medical test 
results are used for nonmedical purposes.

Direct DNA testing will likely provoke interest regarding at least two specific situations: 1) tests to 
detect those carrying a single copy of genes that cause recessive genetic diseases such as sickle cell 
disease, thalassemia, and cystic fibrosis (carrier detection): and 2) tests that detect genes that cause diseases 
with onset in late middle age, raising the possibility of tests that predict unavoidable disability.

Carrier detection
Testing for carriers of genes that do not cause disease in single copy, but can cause disease if a child 

inherits a defective copy from both parents has long been possible for disorders of hemoglobin (most 
commonly sickle cell disease and thalassemia) and Tay-Sachs disease. There are screening programs for 
hemoglobin disorders in geographic areas where they are common, such as southern Europe. Carrier 
screening for Tay-Sachs disease has focused on those with Ashkenazi Jewish background, because they 
are at higher risk than the rest of the population. Current screening programs show that it can be done 
successfully, but there must be careful attention to issues of medical confidentiality and public education. 
There is the potential for discrimination based on misinformation. In couples where both parents are 
carriers, the risk of having a child with a genetic disease is substantially higher than in the general 
population. Employers might seek to exclude carriers in order to diminish the risk of incurring health care 
costs caused by caring for a disabled child, despite the fact that the parent is not disabled.

In most cases, there is little or no disability associated with the carrier state, and individuals classified 
as carriers might be protected under the ADA, under the rubric of "considered to be disabled," but further 
clarification might be helpful. New Jersey passed a civil rights statute intended to deal with carrier 
discrimination, but the final legislative language is infelicitous and imprecise, and there is no case law that 
has tested this statute. For purposes of the ADA, it might be useful to mention in conference 
language that carrier status for a genetic disorder is indeed one of the possibilities 
intended to fall under ADA protection.



In those cases where there is disability identified through genetic tests, an individual so identified 
would presumably be protected already to the same degree as those with any other disability.

Presymptomatic testing
The advent of genetic tests for late onset diseases is a new phenomenon. There is little accumulated 

experience in this area. The prototype case is Huntington's disease, a seriously disabling disease that 
causes severe uncontrolled movements, psychiatric disturbances, and loss of cognitive abilities. The 
disease is ultimately fatal, caused by a gene located near the tip of the short arm of chromosome 4. It is a 
dominant disorder — inheriting a single copy of the disease-causing gene from either parent results in 
disease. Symptoms usually begin between the ages of 35 and 45, although there are rare cases of onset as 
young as two and as old as 82.

It is possible in many, but not all, Huntington's families to offer a genetic test that determines with 
high probability (now greater than 98 percent) whether a particular person has the defective gene. Since in 
Huntington’s disease almost everyone who has the gene develops the disease (in contrast to several other 
genetic diseases), the test has a high predictive value. The molecular basis of the mutation causing the 
disease has not yet been identified. For now, the disease cannot be prevented or slowed, and there is little 
effective treatment other than alleviation of some behavioral symptoms.

Several centers in the Unites States, Canada, and Europe have offered pilot testing for Huntington's 
disease for three years. Most people offered the test do not avail themselves of it, for psychological, 
financial, and other reasons. Those who take the test face several uncertainties. Among these is great 
concern about how the information will be used by private insurers (for health, life, disability, and even 
auto insurance) to deny eligibility or to impose higher premiums.

Another area of concern is employment discrimination, of direct relevance to ADA. Employers 
may wish not to hire someone likely to suffer mental and physical decline with insidious onset and 
inexorable course. The employer may also fear disproportionately high health care use that would alter 
future employee health benefit costs. For some jobs with minimal supervision, there may be concerns 
for public safety. These issues have been of great concern to those at risk for developing Huntington's 
disease; the advent of a genetic test has intensified this concern.

It is not clear whether such individuals would be covered by ADA or not, and clarification might 
prove quite helpful, not only for families with Huntington's disease but also in other genetic diseases with 
late onset, such as familial Alzheimer’s disease or polycystic kidney disease. Coverage under ADA 
is unclear because such persons are not "considered to be disabled," but rather 
considered likely to become disabled later.

Public policy is clearly awry if it leaves individuals unprotected while living free of symptoms, to 
gain protection only after developing symptoms. Congress could eliminate such ambiguity by 
making clear that it intends the statute to protect those not disabled, but predicted to 
become disabled (or subject to discrimination on the supposition that they will become 
disabled), by genetic tests or other means. It should also apply to those who choose not to be 
tested at all or those who live in families for which genetic tests are unavailable or technically unfeasible.


