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President’s Messageby Fran Benham
This issue continues our effort to inform
NAPE members about the lawsuit against the
patenting of human genes. NAPE members
provided the blood for the research that led to
the identification of our mutant gene. Dr. Ken
Neldnerguided our research, sought funds for
our gene search, and organized our lab at
Harvard. There are over 22,000 human
genes. Most have yet to be studied, but
thanks to Dr. Neldner, ours was studied and
identified. As a result other studies have followed. We know so
much more than we did, and even now are looking at possible
treatments. This is remarkable – and all thanks go to Ken
Neldner, who never gave up, Klaus Lindpainter, who funded our
lab, and Berthold Struk, who conducted the research. None of
these scientists gave a thought to a patent on our gene, but our
gene was patented by a third party.
So, yes, NAPE is vitally interested in the case against gene
patents. Our focus is on Myriad Genetics who patented two
genes and has stopped research on them by other scientists.
They developed tests for breast and ovarian cancer for which they
charge more than some victims of these diseases can pay. We
believe this level of control is wrong – it is at the heart of why we
oppose gene patents.
Please read the articles by Sandra Park and Sarah Roberts, and
then consider joining the ACLU campaign to “Take Back Our
Genes.”
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Take a snapshot of yourself with the sign included in this issue.
Send it to brca@aclu.org with the brief statement that your
ABCC6 gene was patented. Those you see in this issue have
been submitted to the ACLU. It would be great if the ACLU could
receive hundreds more from NAPE members. This is just the
beginning of what will be a long campaign to stop human gene
patents. Please join us in this effort. We would love to get your
snapshot too. Thanks so much.

The Case Against Human Gene Patents
By Sandra S. Park, ACLU (originally posted at www.aclu.org/blog
- this is an edited version)
Recently, Dr. James Watson filed an amicus brief opposing gene
patents in our lawsuit challenging the patents on two human
genes associated with hereditary breast and ovarian cancer. Dr.
Watson, along with Francis Crick, identified DNA’s ability to create
life through its double helical structure and its information-coding
sequences in 1953. His brief explains why, from the perspective
of a scientist whose work laid the foundation for all genetic
research, gene patenting is “lunacy.”
Clearly, the discovery of DNA’s double helix was an extensive
undertaking of world-historic importance. But did Dr. Watson need
the incentive of patents to inspire his work, as proponents of gene
patents have argued?
Dr. Watson noted, “Amusingly, after I gave my first presentation of
our DNA structure in June 1953, LeóSzilárd, the Hungarian
physicist and inventor of the nuclear chain reaction, asked
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whether I would patent the structure. That, of course, was out of
the question.”
Why was patenting DNA out of the question? In Dr. Watson’s
view, DNA is fundamentally unique, storing the information
necessary to create and propagate life.DNA’s importance flows
from its ability to encode and transmit the instructions for creating
humans. Life’s instructions ought not be controlled by legal
monopolies created at the whim of Congress or the courts.
Decades later, at the National Institutes of Health, Dr. Watson led
the Human Genome Project, the pioneering international effort to
sequence the entire human genome, and faced the issue of gene
patenting head on. At the time, NIH and others were actively filing
patents on genes. After opposing the practice to no avail, Watson
resigned from NIH.He stated, “I believed at the time – and
continue to believe – that the issue of patenting human genes
went to the very crux of whether the information encoded by
human DNA should be freely available to the scientific
community.”
That issue is now before the U.S. Court of Appeals for the Federal
Circuit for the second time in our lawsuit against Myriad Genetics.
A district court originally held that Myriad’s patents on the BRCA1
and BRCA2 genes were invalid because they claim “products of
nature.” The court of appeals reversed, in a 2-1 decision. A
majority of the court held that “isolating” the DNA – simply
removing it from the cell – created a patentable molecule. In
March, the Supreme Court vacated this ruling and ordered the
Court of Appeals to reconsider the case.
In his brief, Dr. Watson points out the scientific flaws in the
appeals court’s original reasoning, which focused on trivial
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chemical differences that result once DNA is removed from the
cell and disregarded how isolated DNA encodes for the same
proteins as DNA in one’s body.
He said, “The myopic viewpoint thinks of a human gene as merely
another chemical compound, composed of various bases and
sugars. But history and science teach us otherwise. A human
gene, which is a product of nature, is useful because it conveys
vital information.”
Dr. Watson’s stance ultimately prevailed within the government.
Nearly twenty years after his departure from NIH, the U.S.
government filed twobriefs in our litigation concluding these
patents are invalid.
Beyond the issue of whether gene patents should be evaluated
according to DNA’s biological versus chemical qualities, another
central question before the Federal Circuit will be whether these
patents foreclose future innovation. Gene patents – unlike patents
on drugs or tests – cannot be “invented around” because they
claim DNA itself. While another company can create a new drug
to treat the same condition as another patented drug, patents on
DNA block access to people’s genetic information. They stop
other labs from testing the patented genes – regardless of the
testing method that is used or whose sample is tested – and chill
research, impeding the progress of science. As a result, patients
face barriers to obtaining the most comprehensive testing, second
opinions, and low-cost testing.
Dr. Watson echoes this point, “To this day, we continue to learn
how human genes function. We estimate that humans have
approximately 22,000 genes. We have yet to fully understand the
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functions of all human genes, but this lack of understanding is
further reason that scientists should be permitted to experiment
on human genes free from any threat of patent infringement.”
Watson continued, “We are still at the early stages of
understanding our genome, how different genetic and
environmental factors interact and cause disease, and how we
might translate this knowledge into treatment and prevention.
These relationships are complex and we should encourage, not
limit, scientific inquiry.”
But according to Myriad, scientific work isn’t harmed, because it
only patented two of our genes. In its latest brief, it said, “Rather
than seeking to broadly preempt the use of gene sequencing
research, Myriad seeks to protect only its particular invention (the
isolated BRCA1 and BRCA2 molecules), not any of the other
20,000 human or other genes.”
That attitude ignores the importance of these two genes for
families with hereditary risk, as well as the complexity of genetic
research. BRCA1 and BRCA2 may be the most well-known genes
associated with breast and ovarian cancer, but scientists have
shown that there are at least twenty others. Understanding how
they function together is key to deepening our knowledge of these
diseases, and the many other diseases that may be connected to
BRCA1 and BRCA2. Luckily for all of us, Myriad didn’t identify the
other 20,000 human genes and patent them as well.
Oral arguments before the Federal Circuit took place on July 20.
We’ll update you as the case progresses, but in the meantime,
join our Take Back Our Genes campaign.
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Celebrate DNA Day by Taking Back Your Genes
By Sarah Roberts, ACLU(originally posted at www.aclu.org/blog this is an edited version)
National DNA Day commemorated the discovery of DNA’s double
helix by James Watson and Francis Crick in 1953 and the
successful completion of the Human Genome Project in 2003. In
honor of National DNA Day, the National Human Genome
Research Institute hosted an online chat in which experts
answered questions about DNA.
In 2009, the ACLU and the Public Patent Foundation filed a
lawsuit charging that patents on two human genes associated
with hereditary breast and ovarian cancer are unconstitutional.
The lawsuit was filed on behalf of professional medical
associations, geneticists, breast cancer and women’s health
groups, and patients who have all been negatively impacted by
the patents.
Understanding the structure and function of DNA is undoubtedly
one of our most important scientific advances. But contrary to the
spirit of free inquiry that led to these discoveries, the government
issued patents on about 20 percent of the human genome, which
grant exclusive rights on DNA and can impede scientists from
continuing to learn about those segments of DNA and their
implications for human health.
Last month, the U.S. Supreme Court vacated the divided appeals
court decision, which had held that companies can obtain patents
on the genes but cannot patent methods to compare those gene
sequences (a trial court previously invalidated all of the
challenged patents as covering products and laws of nature). The
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Supreme Court instructed the appeals court to reconsider the
case in light of Mayo v. Prometheus, a Supreme Court decision
that unanimously invalidated patents on methods for evaluating a
patient’s response to a drug, because they essentially claimed the
body’s natural reactions.
Now that we’re back to the appeals court, we’ll continue the fight
to end gene patenting. The practice of granting private companies
control over crucial information about our own bodies is wrong.
Surely Watson, Crick, and the researchers involved in the Human
Genome Project didn’t intend for their work to enter into private
ownership. This information was always meant to be free, and so
we encourage you to stand with us, because you’re the only one
who can own your genes.

Take Back Our Genes Campaign
In 2009, 20 medical associations, geneticists, and breast cancer
and patient groups filed a lawsuit charging that patents on two
human genes associated with hereditary breast and ovarian
cancer (BRCA1 and BRCA2) are invalid and unconstitutional.
Myriad Genetics, which controls the patents, is able to limit
research on the genes. Patients who want to obtain genetic
testing to determine their risk for hereditary breast and ovarian
cancer have only one option for full genetic sequencing: Myriad
Genetics. Myriad decides what tests are offered, which mutations
are included, at what cost, and what research can be conducted
without fear of patent infringement liability.
By allowing companies to block access to alternate tests and
second opinions, charge thousands of dollars for their tests, and
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chill scientific research, gene patents are threatening women’s –
and all patients’ – rights.No corporation should be able to claim
ownership of a person’s own genetic information.
Recently a divided appeals court ruled that companies may patent
the genes, reversing a trial court’s invalidation of the patents. The
ACLU and the Public Patent Foundation, which represent the
plaintiff, have petitioned the Supreme Court to hear an appeal of
the case. The American Medical Association, AARP, NAPE,
Kaiser Permanente, and Facing Our Risk of Cancer Empowered
were among over 30 groups and scholars that filed briefs in
support of our petition.
You can help spread the word about the dangers of allowing
companies to own our genetic information. Please help us collect
stories by sharing our campaign widely.
A copy of the sign, “I Take Back My Genes,” is included in this
issue in the hope you will have your picture made holding it up
like our Board members did for this issue’s cover. Email it to
brca@aclu.org with your brief statement about the fact that your
gene was patented after NAPE members provided the blood for
the research lab we established at Harvard. The patent of our
gene came as a complete surprise to NAPE and those who
worked for the good of all who have PXE. You will be joining with
others who represent many genetic disorders and whose mutant
genes were patented. You can help to make a difference.
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