
keep them competitive; the cost of introducing
legislation, the cost of introducing any
enforcement/reporting regime, and operating
alone may be unrealistic when electronically the
industry is global. Against this, however, is the
major public policy issue. Are members of
the public who have donated samples and
information, essentially for research, with
altruistic motives entitled to expect that their
information and confidence would be
respected/protected at no expense to themselves?
The cost of legislation/enforcement becomes less
of an issue in the face of policy issues such as
these. The issue of consent has taught us that.
The cost of any enforcement regime could be
offset by a levy on the companies, in the same
way that the data protection regime is funded
now. (It could also or additionally be supported
by a levy on commercial use of donated
information/samples.) Regulation may not
increase beyond the voluntary code currently
adopted by the majority of companies. In fact
it would provide a level playing field, at least
as regards the UK. The House of Lords Select
Committee concluded that a body, the Medical
Data Panel, should be set up to oversee
maintenance and use of personal information
and to recommend any changes to legislation
or regulation. This is a sound idea that certainly
addresses the public confidence issue especially
as it will comprise lay people, and neatly deals
with the absence of consent/secondary use of
data problem. If and when it is set up it can
also address the regulatory environment.

As the growth of the information industry in
the UK with its unique health records is expected
to take off, the issue of control of genetic
databases may crystallize sooner than we expect.
Time perhaps to bolt that stable door?

q Hilary Newiss, solicitor and intellectual property
consultant. Tel 020 7221 5446.
Email hilary@newbaz.demon.co.uk
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Railroad Company Put on the Defensive
Over Genetic Testing
Two lawsuits recently brought against the
Burlington Northern Santa Fe Railway Company,
based in Fort Worth, Texas, USA, have focused
national attention on the issue of genetic
testing by private employers. The first suit was
filed in February by the US Equal Employment
Opportunity Commission (EEOC), the federal
agency charged with enforcing the Americans
with Disabilities Act of 1990 (ADA)1. Basically,
the ADA prohibits employers from discriminating
against employees who fit the statutory definition
of having a disability. In its complaint, the EEOC
alleged that the company violated the ADA by
performing genetic tests on employees without
their knowledge and in so doing sought private
information not related to the employees’ ability
to perform their jobs2. This is the first time the
EEOC has taken legal action in response to
genetic testing in the workplace.

The EEOC went to court in response to complaints
filed with the agency by several Burlington
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Railroad employees. The employees claimed
that after they had submitted work-related injury
claims due to carpal tunnel syndrome to the
Railroad and had applied for disability benefits,
the Railroad tested them for a Chromosome 17
deletion without their knowledge or consent.
One employee alleged that because he suspected
the company would do genetic testing he had
refused to provide a blood sample and was
subsequently threatened with discharge3.
Although the company has not denied that tests
were done, the company has denied that anyone
was threatened with disciplinary action on the
basis of any test results4.

Under the ADA, employers are prohibited
from requiring employees to undergo medical
examinations and inquiring about any ‘disability’
an employee may have unless ‘such examination
or inquiry is shown to be job-related and
consistent with business necessity’5. The EEOC
has stated previously in an Enforcement Guidance
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that it would consider asking about an employee’s
genetic information to be a ‘disability-related
inquiry’ and that a blood analysis to detect
disease or genetic markers would be a ‘medical
examination’6. While the Act does permit
employers to conduct medical examinations,
including medical histories, when they are part
of an on site voluntary employee health
programme, any information gained from such
examinations must be kept confidential and not
included in personnel records7. In the Burlington
Northern Railroad case, the EEOC concluded that
the genetic tests used and the circumstances
under which the tests were conducted did not
meet the description of any testing that would
be permissible under the statute.

The particular test conducted on these employees
is itself the focus of an additional controversy.
Burlington Northern Railroad used the test to
determine if injuries were work-related and about
20 of the 125 workers who filed claims related
to carpal tunnel syndrome were tested8. Opinions
vary as to the relationship between the presence
of the chromosomal anomaly tested for and
a predisposition to carpal tunnel syndrome.
The test was originally developed to detect a rare
neuromuscular disorder, Hereditary Neuropathy
with Liability to Pressure Palsies (HNPP), which
is estimated to occur in 1 in 10,000 people but
is only a rare cause of carpal tunnel syndrome’.
Several experts, including the scientist who
discovered the gene related to HNPP, have
expressed surprise that the test was used by
the Railroad to determine if workers were
predisposed to carpal tunnel syndrome10.
Of course, the reliability of the test is not directly
at issue in the ADA claims. In describing the
EEOC’s position on the tests that were performed,
Commissioner Paul Steven Miller has stated
that: ‘Any test which purports to predict future
disabilities, whether or not it is accurate,
(emphasis added) is unlikely to be relevant to the
employee’s present ability to perform his or her
j ob . ’ Accordingly, employers governed by the
ADA who conduct genetic testing or rely on the
results of genetic testing in making employment
decisions could face similar charges under the
EEOC’s current interpretation of the statute.

Shortly after the EEOC petitioned the Court
for a preliminary injunction ordering the company
to cease the testing, the Railroad voluntarily
discontinued its testing programme and entered
an agreement with the EEOC. In that settlement,
the Railroad agreed to the following terms:

– to not directly or indirectly require employees
to submit blood for genetic tests;

– to not analyze any blood previously obtained;

On-line sample copy of this and other related
newsletters at www.geneticslawmonitor.com

– to not evaluate, analyze or consider any genetic
test analysis previously performed on any of its
employees; and

– To not retaliate or threaten any persons who
opposed the testing or who participated in
the EEOC’s actions11.

That case is, however, not over, since the
EEOC is continuing its investigation of the initial
discrimination charges filed against the Railroad
and intends to seek damages as available under
the ADA if it finds sufficient evidence of any
discriminatory action.

A companion suit to the EEOC action was
filed by two labour unions, the Brotherhood
of Maintenance of Way Employees and the
Brotherhood of Locomotive Engineers on behalf
of union members who sought relief from the
actions of Railroad and also named Athena
Diagnostics of Sioux City, Iowa, the laboratory
that conducted the analyses as a defendant12.
This suit demonstrated the unions commitment
to protecting its membership of approximately
130,000 employees from similar actions by
employers. In a settlement agreement reached
between the unions and Burlington Northern,
the company agreed to some predictable terms:

– to stop testing;

– to destroy samples and information that
had been collected and generated; and

– to not discipline any employees who had
previously refused to provide medical
information or samples.

In a rather unusual step, the company also agreed
to contact Congress and the Executive Branch
regarding the necessity for national legislation
that would limit the use of genetic screening in
employment decisions13. Exactly what kind or
degree of ‘contact’ would satisfy the terms of
this agreement is not clear. But not all terms of
their agreement were made public, so we can
only speculate on how the unions and the Railroad
plan to deal with this provision. Apparently, the
unions were not confident that their members
could rely solely on the EEOC’s interpretation
of the provisions of the ADA and that a clearer
mandate from Congress on these issues is
warranted. This seems prudent because although
as a general rule the interpretation that an
administrative agency gives to its statute is
given considerable weight by the courts, courts
are not bound by an agency’s interpretation.
Consequently, it is possible that a court faced
with the issue of whether the ADA applies to
circumstances like this, would reach a different
conclusion. Until the matter is resolved in
court, however, employers who engage in similar
activities at the very least face the likelihood
of an EEOC investigation.
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Rather than wait for the judicial process to resolve
such conflicts between employers and the EEOC,
Congress could of course resolve the matter by
either amending the ADA so that it clearly and
explicitly addresses genetic testing and the use
of genetic information by employers or by passing
a separate genetic anti-discrimination law that
would apply to employment. Congress has had
several opportunities to do just that. Most
recently, in February 2001, identical bills
prohibiting employers and health insurers from
using genetic information to discriminate against
individuals were introduced in the Senate and the
House of Representatives. However, action on
the employment provisions was postponed until
a committee could address the issue of whether
or not such a law would be redundant, given the
existence of the ADA.

q Patricia (Winnie) Roche MEd, JD
Boston University School of Public Health
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Inquiry Underway in Australia on the Protection
of Human Genetic Information
In t roduct ion

In August last year, the Australian Federal
Government announced that a national inquiry
was to be jointly undertaken by the Australian
Law Reform Commission (Australia’s peak law
reform body) and the Australian Health Ethics
Commission, (the peak health ethics body of the
National Health and Medical Research Council)
into the protection of human genetic information1.
This represents a somewhat belated response to
this issue, compared with the United Kingdom
where a number of such inquiries have already
been conducted2. The Terms of Reference for the
inquiry have only recently been announced and are
outlined below. However, before examining the
intended ambit and operation of the inquiry, it
may be useful to briefly give some background
to this decision to hold a national inquiry into
the protection of human genetic information.

Background to the Inquiry

In Australia, as in other jurisdictions including the
United Kingdom, there has been growing public
concern about the uses of genetic samples and
information. In particular, attention has focused
on the potential for inappropriate discriminatory
use of human genetic information by third parties
such as insurers and employers and breaches of
individual privacy. In 1996 the Australian
Commonwealth Privacy Commissioner drew
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attention to these issues with the publication
of an information paper exploring some of
the privacy implications of the new genetic
technology3. Soon after, an attempt was made
to address discrimination, privacy and related
issues by a member of the Democrats party,
Senator Stott Despoja, with the introduction
of the Genetic Privacy and Non-discrimination
Bill 1998 (Cth) by way of a Private Members Bill.
This Bill, modeled on US legislation4, was in
March 1998 referred to the Legal and
Constitutional Legislation Committee for
inquiry and report.

In its Report presented to the Senate in March
19995, the Senate Legal and Constitutional
Legislation Committee recommended that the
Genetic Privacy and Non-discrimination Bill 1998
(Cth) not proceed. Many of the submissions to
the Committee6 had opposed the legislation, in
large part, due to its unsuitability in the Australian
legal, health and research context. The
Committee did, however, conclude that there
were important unresolved issues that required
further examination. To this end, a number of
options were put forward, including a fresh
reference to the Senate Legal and Constitutional
Legislation Committee to undertake a thorough
examination of the issues relating to genetic
privacy and discrimination7.
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