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One eye on reason,
the other on the heart
MARCOS PIVETTA AND MARILUCE MOURA

ayana Zatz is a highly respected
scientist, with the discovery of
some important genes written
into her curriculum. She has
won awards both here in Brazil
and abroad, and openly decla-
res with all of her might that
she loves what she is doing. Fur-

ther: she considers herself to be extremely lu-
cky to be working on that which she adores. She
is also a woman capable of passionately taking
up causes in which she believes and fighting,
warrior like, for her points of view, as it could
be seen in the days that anticipated the voting
of the Biosafety Bill in the Chamber of Depu-
ties in Brasília: all of a sudden her beautiful
face seemed omnipresent on the television. On
the TV Globo national news, on the Sunday
night TV program Fantástico, on anchorman
Bóris Casoy�s talk show, apparently over the
entire Brazilian media, there she was, being in-
terviewed; giving her opinion, serene and
strong-minded; defending research with embr-
yonic stem cells, one of the new law�s most po-
lemic points and explaining how in the future
this could save thousands even perhaps millions
of human lives.

She is full professor at the Biology Institute
of the University of São Paulo and the coordi-
nator of the Human Genome Research Center.
Mayana, at the same time that she began her
life as a researcher in the 80s, and we have to
add, a senior � as at that time she had already
been researcher during her undergraduate pro-
gram, during her master�s, doctorate and post-
doctorate degrees �, had also implanted into her
work a social characteristic, that of assisting
the physically handicapped and their families,

which resulted in the creation of the Brazilian
Muscular Dystrophy Association (ABDIM in
the Portuguese acronym).

Very discrete about her private life, it was
with economy of words that the Brazilian Ma-
yana Zatz, 57years of age, born Mayana Eden
in Israel, of Romanian parents, made reference
to her family in this interview: she is recently
separated and the mother of two boys. She
spoke a little about her routine, which is orga-
nized around hours and hours of work, but
she includes the habit of daily jogging, which
may in part explain her graceful silhouette and
elegant figure.

In the pages that follow, it is possible to
make more direct contact with a little of the
practice and thinking of this fascinating perso-
nality from within the realms of the Brazilian
scientific scenario that is indeed Mayana (a
fuller version of the interview can be found on
the website: www.revistapesquisa.fapesp.br).

■ How did you discover your vocation for scien-
tific research? 
�  It started in my childhood. I thought this
notion about scientists, books and plants to be
the greatest thing. But I also had a leaning to-
wards medicine. And consequently I remain-
ed between medicine and research, but for sure
I had to be a scientist. So, then when I went to
high school I fell in love with genetics and de-
cided: This is what I want to do.

■ Where were you living at that time?
� I was here. I came to Brazil when I was seven.
I was born in Israel, left, went to France and af-
terwards came to Brazil. By then I could alre-
ady read and write.
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worked on anything in relation to this
situation at that time. Then together
with professor Frota, I discovered an ar-
ticle that had been published about an
enzyme that could help to define if she
was a carrier or not. I ended up studying
this in research work that involved one
thousand people, that I began during
my master�s degree and continued du-
ring my doctorate degree.

■ And how did your work evolve up un-
til the identification of the first genes in-
volved with waist dystrophy? 
�  We had been working with enzymes
until, at the start of the decade of the
80s, molecular biology began to be de-
veloped abroad. We got left behind be-
cause we were doing nothing in this fi-
eld. Then Rita, who had just completed
her doctorate, said she was willing to go
abroad to learn this technology. I got in
touch with Kay Davies�s group in Ox-
ford, UK, as she was the best at that time,
and Rita went there. And then another
of my friends, Mariz Vainzof, who had
been working with proteins, and with
muscles, said she wanted to go to Cana-
da to learn how they had been study-
ing muscular proteins. When the two of
them returned, we set up this sector of
molecular biology to study neuromus-
cular illnesses. We managed to publish
a lot of work; we found new genes and
in fact we managed to take an enor-
mous qualitative leap forward.

■ I remember one of your reports about
paternity secrets in this work on genetic
counseling that for its part often genera-
ted immense fears in people that, if they
knew the truth, would have nothing to
fear. How did you and your group get over
this trauma in order to deal with the most
complicated cases?
�  We don�t always overcome this. Each
case is a case in itself, but frequently it�s
discovered that when a DNA exam is
made there exists a paternity situation
that is unexpected.

■ You then said that that was the situati-
on in more or less 10% of the cases. True?
�  Yes, 10%. So, what are we going to
do? If the result is not going to interfere
in our genetic counseling, we have no-
thing to do with this situation. If it is
going to interfere, then we have to talk
to someone. One case in particular that
you may remember was that of a girl
whose father had hemophilia, and she

had become pregnant. She could be a
carrier of this illness that, although it
doesn�t show up in women, would give
her a 50% chance of having a hemophi-
lic son. Indeed, she came to us already
with the pre-natal diagnosis. When the
exams were completed, it was seen that
her father was not actually her biologi-
cal father. She herself was not risk at all,
not in that particular pregnancy or in
any other. But she had a lot of love for
that father and to have told her the truth
could well have meant the destruction
of all of the family. So we had a difficult
choice to make. In the end, our idea was
to talk with the mother who knew every-
thing. The mother had a talk with her
daughter and that was the best solution.

■ Have you come across many cases like
that? 
�  Yes. And, when people begin to dis-
cuss ethical questions in this field, like a
heap of theories, I find it interesting to
tell some very hairy practical cases. I re-
member another case... that of a couple
who had a child with a neuromuscular
illness. The father felt guilty because he
had believed that he had transmitted the
mutation to his son. Through a DNA
exam, it was discovered that he was not
the biological father. Whereupon came
that anguish: to tell or not to tell, that is
the question? I told this story at a bioe-
thical congress that had only lawyers in
attendance and they told me: �Look,
you could well be sued in both situati-
ons, if you tell or you don�t tell�.

■ In the end, did the supposed father get
to know? 
�  He didn�t come back here.

■ I would like you talk a little about the
national and internationals awards that
you have conquered. What were they? 
�  I  won the Women in Science Award
from Unesco-L�Oréal in 2001. I believe
that that award opened up many doors.
I had no notion that it would have such
an impact.And afterwards, in 2003, I was
awarded the prize in Basic Medical Sci-
ences from the Third World Academy.
It�s very fulfilling to win an award. In the
case of the Women in Science from L�Or-
éal a pile of money goes with the prize,
so we had a lovely and emotional party
in Paris at the Unesco headquarters.

■ And national prizes?
�  I �ve won the Claudia Award, the Ro-

founded the Brazilian Muscular Dys-
trophy Association.

■ How did you manage to mobilize people
here? Who gave you support? 
�  At the beginning professor Frota was
the Association�s scientific director and
Maria Rita Passos-Bueno, if I�m not mis-
taken, was one of our directors. We went
about mobilizing people, I used the mo-
ney from my grant to have the statutes
drafted and to pay for a lawyer... The
headquarters was here in my office. Af-
terwards we began to set up a bazaar, to
sell raffle tickets until I met Pedro Mo-
reira Salles, the president of the Uni-
banco bank, and asked him for more
substantial support in order to help these
children.

■ Did he already have a dystrophy problem?
�  Yes, he did. Then we rented a hou-
se near the entrance to USP to act as
the Association�s headquarters. Pedro
has sustained the costs for all of this
time. We only managed an important
financial source just over a year ago in a
partnership with the State of São Pau-
lo Public Health Department, which is
helping not only to sustain the ABDIM,
but also to pay for the genetic testing in-
volved in neuromuscular illnesses.

■ Is this occurrence very high?
�  All of these illnesses have an occur-
rence of one child affected in every one
thousand born. Within genetic illnes-
ses, which affect 3% of children, perhaps
this (neuromuscular) is the most com-
mon. And what becomes more impor-
tant is that the vast majority of cases
are highly serious and progressive.

■ That is to say they place those who are
inflicted in grave risk of early death? 
�  That�s so. Some adult forms exist,
but in many cases it is infants or
youths who die. And what I always say
is that it�s not a child or an adolescent
who�s affected, but an entire family.

■ How did you come into contact with
those suffering from muscular dystrophy? 
�  The first patient who caught my at-
tention was a young girl who came for
genetic counseling because she had
three nephews affected by Duchenne
dystrophy. I was still a student. She was
going to get married and was very wor-
ried about the possibility of having chil-
dren who would be affected. Nobody
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It’s heart breaking 
to hav e to say  
to a father or m other
that their son has 
an illness and 
nothing can be done.
It w as for this reason 
that I got m y self 
m obiliz ed
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fering treatments that don�t exist with
embryonic stem cells. Now we need to
pour cold water on the hot plate. Many
people have telephoned here offering
themselves as guinea pigs for experi-
mental treatment. We don�t accept the-
se kinds of offers. So the smart boys ap-
pear saying that they�re carrying out
treatment with imported embryonic
stem cells. Now they�re going to say
they�re doing this with national cells.

■ Do you expect to have to work for a long
time with animals before switching to re-
search with embryonic stem cells in hu-
mans?
� I  hope not. We�ve already been wor-
king with stem cells from the umbilical
cord on a canine model of dystrophy.
And we�re about to start work on im-
mune-deficient mice. Animal research
did not need the new Biosafety Law for
authorization. It�s a lot easier to work
with a mouse although it�s a model that
is very distant from a human being. The
dog is closer to man, but we can�t mana-
ge to carry out fertilization in vitro in
the dog. As well, it�s very difficult to cap-
ture stem cells from it.

■ Why?
�  B ecause, when the dog becomes preg-
nant, it�s only after fourteen or fifteen
days that the embryo lodges itself in the
uterus. So much so that you don�t really
know if the dog is pregnant until the
start of its second month. In collabora-
tion with professor Maria Angelica Mi-
glino (from USP�s Veterinary Medicine
and Zootechnology School), we�re at-
tempting to cross a dog and to carry out
a uterus washing in order to attempt
to obtain embryos. But it�s difficult to
make a lineage of stem cells from these
embryos. Until today nobody has suc-
ceeded. The problem is that the dog�s
embryos, when they lodge in the ute-
rus, they�re already at a more advan-
ced stage than those of human embr-
yos, which are only a dozen or so cells.

■ The stem cell is a complex question.
Don�t you think that people are confusing
the study of human stem cells, which is
about to begin in this country, with clini-
cal experiments that have already been
done using adult stem cells? 
�  This is a very important question. In
terms of therapies, the only certainty that
there is today is the use of adult stem
cells, from bone marrow and from the

�I�m praying for your research to go
well�. And I said to them: �There�s no
point in praying because I don�t have
access to stem cell embryos�. It was this
situation that truly gave me the force to
start the mobilization.

■ When did you realize that, �We�re going
to have to fight up front for this situation�?
�  When I saw that the bill might not
be approved. The first bill, moved by the
parliamentarian Aldo Rebelo (Commu-
nist Party of Brazil), allowed research
with embryonic stem cells. That was in
the middle of 2004. The project was for-
gotten about. It had contemplated put-
ting everything together, embryonic
stem cells and genetically modified or-
ganisms. But in the end everything was
to be allowed and everyone had been
happy. Then, all of a sudden, in the mid-
dle of the night, everything was chan-
ged and the proposal was modified. I
was really disillusioned. Then we began
to get ourselves mobilized. We divided
up the project and a group re-wrote the
part about the stem cells. Another group
dealt with transgenics, and we went
back to Brasília to talk to senators in se-
arch of support. At that moment I met
Drauzio Varella and I asked for his sup-
port: �You need to help us in this cause!
Give us some help through TV Globo�.
He agreed and we carried out a public
hearing, which was the watershed.

■ How was the experience of dawn raids
into the National Congress? 
�  It was a very enriching experience.
In the first place I got to understand
how the Congress works, something
about which I had had the slightest no-
tion. Secondly, I believe that we mana-
ged to de-mystify lots of pre-concepti-
ons during out public audiences. The
Church had been speaking about abor-
tion (when they referred to research
with embryos).

■ You defended the idea that in the same
way that complete brain damage means
death, in legal terms, life also begins
when the nervous system is formed? 
�  Yes. But even in relation to abortion,
there�s a fundamental difference, and I
even said this to a priest. If you don�t in-
terfere in an unwanted pregnancy, life
goes on. It is interrupted with an aborti-
on. However, in research with embryos
from reproduction clinics the situation is
exactly the opposite: they don�t exist wi-

thout the intervention of man.They were
created through the intervention of man
because the couple could not manage to
reproduce naturally.And, if they were not
to be introduced into the uterus, they
wouldn�t have a future. Even if they were
to be introduced quickly into the uterus,
the chances of transforming into a life
are 10%.Embryos frozen for three or four
years would have a chance of perhaps 2%
to 3% of becoming a life. To say that this,
research with embryos, is killing lives is
an enormous, enormous exaggeration.
We suffered major opposition from the
Catholic Church. The Evangelists are di-
vided over the question.

■ In this fight did you feel that you were
supported by the scientific community?
� I  felt I was. I believe that the Brazilian
Academy of Sciences supported us along
with FAPESP as well. However, I belie-
ve that the scientific community could
have mobilized itself more effectively.

■ How did you react, in the face of criticism
from some quarters, about the presence of
handicapped people in wheelchairs insi-
de the Chamber of Deputies in order to
press for the approval of the new law? 
�  Those people in wheelchairs asked
us if they could be heard � and I believe
they have that right. They�re the people
who suffer most, I always say this. We,
the organizers, didn�t ask anybody to go
(to Brasília) against their will. On the
contrary, they demanded: �For the love
of God, let us speak to these Parliamen-
tarians, let them see us�. And there was a
difference in this mobilization: the pre-
sence of youngsters and children in whe-
elchairs. Research can help these young
people and not only the patients with
Parkinson and Alzheimer ailments. A
person with Parkinson�s disease, like the
recent Pope, can live to eighty years of
age. Good, bad or indifferent, he is the-
re and has lived his life. Now a child with
neuromuscular problems... well that�s
very sad. I believe that this brought out
a sense of reality.

■ When will it be possible to start rese-
arch with embryonic stem cells?
�  I �m hoping that we can begin this
year. We�re going to press for that to hap-
pen. We don�t want to wait very long. I
believe that this type of research needs
to be regulated � and very well con-
trolled. I�m concerned because there
are a lot of smart conmen out there of-
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‘N eu rom u scu lar 
illnesses w ill 
perhaps be 
the first to benefit
from  stu dies 
w ith em bry onic 
stem  cells




