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MOSCOW, August 5 (Itar-Tass) - RIA Novosti. British and Russian scientists have
launched a large-scale project to study the opinions of Russians about whether to
protect genetic information and how it should be done. Anna Middleton, the project
manager, talks about his first results in other countries and explains why people do
not pay proper attention to this problem.

"Most people do not realize that their genome is part of their identity information, like
a bank account number or medical record, and our first research shows that people
do not understand that some of their personal data is already on the network. So we
are very interested in how people in different countries refer to genomic data and
consider whether they are different from medical information, "- says Middleton.

Genetics have learned how to integrate protection from gene
modifications into cell DNA

The problem of scale

The first methods for decoding DNA appeared in the mid-1970s, when British
biologists Frederick Sanger and Walter Gilbert managed to decipher the DNA of one
of the simplest viruses that infect bacteria. Full decoding of human DNA required
about another two decades of experiments.
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Initially, DNA sequencing technologies were an expensive pleasure, available only to
large laboratories and large teams of scientists. According to current estimates, the
first complete decoding of the human genome cost the US taxpayers 2.7 billion
dollars.

Today, as Middleton notes, the situation has become completely different. Dozens of
commercial companies are ready to decipher your DNA or for a relatively modest
amount, or even for free, if the client agrees to use his genome for commercial or
non-commercial research.

In many countries, large genomic banks have appeared in large universities, research
centers and private companies, whose data stocks are used to study rare diseases,
search for cancer predisposing markers, bad habits and syndromes, and a number of
other health problems.

Scientists: 83% of Russians turned out to be relatives

The amount of information in genomic banks doubles about every seven months. In

the near future, genomic studies will generate several zettabytes (billion terabytes) of
data annually, which is equivalent to the amount of traffic that today passes through

the global network for the year. There was a danger that some of this data could fall

into the hands of intruders and unscrupulous researchers.

"This problem came to the fore only now because the volumes of data that we need
to do research have changed.Rather recently we realized that such studies can be
carried out only if we have a very large set of data, Including the genomes of
representatives of different peoples, sick and healthy, people of different ages, and
when we started creating similar data banks and exchanging data, the problem of
ensuring their safety appeared on its own, "explains the sociologist.

Advertising, beating the genome

One of the main problems is that scientists do not yet know what consequences
genomic data can bring to the hands of hackers or other intruders. They can be either
minor or very serious.

For example, as Middleton tells us, if a woman who has undergone genetic testing is
predisposed to developing breast cancer, then commercial structures can use it for a
variety of purposes. For example, pharmaceutical organizations can constantly offer
her various antineoplastic drugs or drugs to prevent the development of the disease,
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insurance companies may refuse to provide their services, and employers - to fire or
not to work.

’
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Anna Middleton, a sociologist from Cambridge, studying the opinions of Russians

In turn, online trolls can use this information to harass one or another person in the
global network. Nevertheless, all such information is of a probabilistic nature - breast
cancer or Alzheimer's disease does not necessarily develop in carriers of unfavorable
variants of genes, and therefore the material and psychological damage from such
theft is extremely difficult to assess.

"The first results of observations show that most people are more concerned about
the possibility that hackers will crack their credit card or bank account than by the fact
that their personal genomic or simply medical data can be stolen." The reason for this
is simple - the harm that your Money is stolen, it is quite understandable and clear,
while the damage from the leakage of genomic data is not so obvious so far, "-
explains Anna Middleton.

According to her, some people still understand the difference between "simple" public
data and data on the structure of their genome and realize that these data connect
them with relatives and contain information about their past and future. On the other
hand, scientists do not exclude that interviewees could draw such information directly
during the research and had no idea about this before participating in the Middleton
project and its colleagues.
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Scientist: when people get sick, they immediately forget about the
"harm" of genes

Some people, as Middleton notes, understand that their genome is valuable
information that can help companies make money, and they would like to participate
in such studies not as "simple" volunteers or patients, but as full partners.

"Many people who took part in our project are afraid that their DNA donated for the
benefit of science can be used by private companies to create medicines that they
themselves can not use because of their ultra-high prices." Accordingly, they would
like to receive an opportunity Use them in exchange for their genome, "- says the
sociologist.

Ethics issues

"One of the most important questions in this respect is who actually owns the
genomic data." If one looks at this situation from the position of British law, then after
the person passes the DNA sample to the scientist, the latter becomes its owner. Has
no control over his DNA and genome after it is decoded or studied by a geneticist.
"On the other hand, on the moral and ethical side, a person should have the right to
know and control how and where these data are used," continues Middleton.

According to the sociologist, this problem can be solved only if the rules for the use
and exchange of genetic information will be standardized at the global level.

To realize this task, like-minded scientists from different countries of the world
created four years ago the non-profit organization GA4GH (Global Alliance for
Genomics and Health) - an international structure designed to develop standards and
rules of the game in the world of genomic research and medicine. To date, the
genomic alliance has been joined by more than four hundred commercial and
government organizations and about a thousand individual scientists from 70
countries.

\‘ “ :: ™~ The US authorities have banned a private firm decryption of the
human genome
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One of the problems that this organization is trying to solve now is the issue of access
and exchange of genomic data, which were originally intended for studying only
certain diseases and genes. Some scientists believe that such an approach hampers
scientific progress, while others consider it more optimal from the point of view of
protecting the rights and identity of DNA donors.

Another problem, as noted by Middleton, is a certain risk: the largest companies and
organizations engaged in genomic research can use their resources and influence in
order to make these standards "convenient" for themselves, not caring about the
safety of their customers or the ethical use of Data.

Participants in GA4GH, according to her, are trying to play today ahead of the mark
and are developing standards taking into account similar scenarios, analogues of
which already appeared in the history of Internet development, when Microsoft and
Google tried to impose their own web standards, using the actual monopoly in the
browser market.

"Theft of DNA - at least in the UK - is a crime, we already have laws that explicitly
prohibit insurance companies from using genomic research data to determine the
cost of insurance." Similar laws exist in other countries, and now the possibility of
their Tightening, "continues Middleton.

Scientists from the United States successfully "repaired" DNA for
the first time in a human embryo

|
ca——

The question arises: how to determine whether a particular DNA sample is legal or
illegal? As Middleton explains, if a person did not know that his genome was
sequenced by some company or organization or that already deciphered DNA was
used without his knowledge, then he has the right to sue in those countries in which
the relevant laws are enacted.

British scientists in Russia

Why do British researchers carry out similar studies in Russia, enlisting the support of
the Russian Society of Medical Genetics, as well as geneticists from FGBOU DPO
RMANPO and FGBICU "Medical Genetics Research Center" in Moscow?

As Middleton notes, a comparison of the results of similar surveys conducted by
Cambridge scientists in other countries shows that people from different cultures and
countries can very differently treat the problem of protecting genomic data.
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Scientist: in the "mythologization" of GMOs, the media and

y

politicians are to blame

"While | can not predict anything about how the results of the Russian part of our
project will differ from the results of other surveys, that's why it's interesting for us."
All our studies were conducted earlier in English-speaking countries, and we would be
interested to hear opinions People who represent other cultures and speak a
different language, and understand what their opinions are like, why and how they
differ, and we also plan to conduct similar studies in China and a number of other
Asian countries, "concludes the sociologist.
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