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as an alternative and more efficient 
form than HGP's. As the book by J. 
Sulston and G. Ferry makes quite 
clear, Ce/era was not aiming to 
sequence the human genome with 
the same accuracy as in the HGP (less 
than one error per ten thousand 
pairs bases) but to produce what we 
know now as a "rough draft" 

sequence, one that was not 
completely finished. Later the Media 
portrayed the connict between HGP 
and Ce/era as a race between the two 
to sequence the human genome. But 
the fact is that it never got to that. 
While the HGP published and made 
its data accessible every day, Ce/era 
used HGP's data but kept its own 
secreto As the au thors point out in 
The Common Thread, when the public 
consortium HGP and Ce/era 
published their respective analyses 
of the human geno me in 2000, it 
became evident tha t, without the 
public project, C. Venter's company 
cou ld not have issued its publication 
on the human genome. 

Ce/era's debut triggered a political 
debate in the US Congress and 
Senate, stirred up by Craig Venter's 
company, as to whether the NIH 
should continue financing the HGP 

or,on the contrary, should leave the 
matter to private initiative. The 
European Union did not react fast 
enough to this clear threat of 
genomic information not being 
freely available to everyone. lt was 
on ly the decisive financial support of 
the British Wellcome Trust that 
resu lted in the HGP having a major 
European component 
-approximately one third of the 
human genome was sequenced in 
the SangerCenter- in addition to 
encouraging the US government to 
keep on contributing public funds. 
As is well -known, in 2000 the HGP 
and Ce/era published their draft 
versions of the human genome 
sequence at the same time., 
Immediately after this 
announcement, Celera dropped its 
plans to obtain a high quality 

sequence of the human genome and 
at present only the public 
consortium continues working on 
this project. Next year, coinciding 
with the fift ieth anniversary of the 
discovery of DNA's double helix 
structure, the HGP will complete the 

human genome sequence, as it had 
planned before Ce/era came on the 
scene.ln 2002, Ce/era dropped its 
plans to sell genetic information to 
devote all its efforts to finding new 
drugs and Cra ig Venter res igned as 
president of the company. 
Meanwhile, Ce/era's shares have 

dropped from 247 dollars in March 
2002 to 15 dollars in May 2002. In the 
future, free access to the human 
genome information will boost the 
search for new therapeutic 
objectives and drugs, as well as 
giving us a un ique tool for 
understanding ourselves. 

.. ENRIQUE VILA-MATAS 

..c F. Javier Puerto en -- I received a nervous call 

'" from the Foundation for .. Health Sciences. They e needed to see me urgently. 

CII - Hardly had I gone through 
the glass door when José 
Miguel Colldefors and 

-- Alfonso de Egaña rushed 

-C up to me. 

ta "You must introduce Vil a-

e Matas," they spluttered as a 
kind of greeting. 

O "I 'd rather not:1 replied 
without hesitation. 

"What do you mean ?!" they both 
asked, slightly shaken. "A whole year 
of begging:'we must bring Vi/a-Matas 
here; we must bring Vi/a-Matas here' 
and now you turn us down. You'd 

better give us an explanation!" 

The clerk, Bartleby, would not make 
any kind of an excuse at all.l am not a 
character from a Melville novel; I am 
merelya University Profesor 
(Universidad Complutense) and 
Trustee of the Foundation.They are 

used to hearing me say things like: 

"Of course! Always at your disposal!" I 
can't get out of it, I have to give some 
kind of an excuse. 

"He is an impostor:'1 said hardly 
daring to breathe."Actually, he is 
Satan incarnate." 

"Stop insulting our guest," interrupted 
Alfonso. 

"Can you prove what you are saying?" 
asked José Miguel, from his lawyer's 
subconscious. 

"Of course!" I replied, "He admits it 
himself. Everyone knows that he is 
very close to Babakua ... " 

"Don't start going down that path." 
Alfonso stopped me short, looking 
uncomfortable."1 will not tolerate 
jokes about autonomous regions. Vila-
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Matas is Catalan . .. , he isn't Polish, 
Babakuan, or any other nonsense like 

that." 

"It's not a joke," I shyly ventured. "lt is a 
memory of his, maybe something he 

made up, from when he was 
harpooner on a ship around here. 
There they speak backwards like 
Monterroso; so, in fact, he is Satan and 

he is alive. 

"If this is true .. . " rasped Alfonso. 

'· It is no problem: interrupted José 
Miguel, from his pragmatic 
subconscious.'·We can organize a 
high-Ievel press conference. Then 

tomorrow, on the front page of the 
newspapers, we can read Satan's 
opinions on cloning, genetic therapy, 
the Mediterranean diet and Catalan 
bean stew with almonds. Another 
unquestionable success: Satan's 
thoughts live and direct." 

"There are other things," 1 insisted."He 
is also a conspirator. He is involved in 
the portable literature plot. He is a 
dangerous subversive, a member of 

the secret shandy society, happy, 
amusing, slightly crazy ... " 

"Rubbish,"they interrupted in unisono 

"Don't be so sure," I answered."His 

literary works were a success in 
Germany and down came the wa ll. He 
was a success in Mexico and the PRI 
were brought down. The logo could 
fall off if he gave a great speech at the 
Foundation ... " 

"Unfounded nonsense," they insistecl 

in unison."Enough talking just 
introduce him!" 

I didn't want to give up so soon. 

"His plots are not only literary," I 
continued."He knows the black 

anarch ist who blew up the cathedral 
in Barcelona." 

"What cathedral?" they askeclme 
astonished. 

"The one that was built by a revered 
architect, the one that they are 
repairing right now." 

"No," they corrected me, "Gaudí's 
Cathedral was actually never 
finished.They are working on 
finishing it at the moment." 

"No, no, no ... " I answered, "that is just 
what everyone thinks. Satan Vila 
knows the truth, the real truth and 
he has written it down in a hidden 

way. The problem is that people 
don't read. are not interested, are 
indifferent to everything and simply 
go around doing their own thing." 

"That's enough excuses: introduce 
him!"They cut me off again 

mercilessly. 

"Not on ly that, " 1 argue before 
admitting defeat, "Enrique Satan is 
capable of knowing what kind of 

character his neighbors have just 
from the noise of the water going 
down their p lug holes; he has 
recorded the best suicides; he knows 

all about chi ldren who have no 
children; he knows everything about 
chemists and how far it is between 
each one of them. Do you know that 

some of US, beca use we loo k so 
carefu lly at the ground, are able to 
find our way in the dark just like 
Roger Bacon? He is an eccentric. He 

is a person like Socrates, devoted to 
perverting youth. He is neither pure 
nor conven tional. . . What else could 
you expect from a citizen of Babakua 
yea rning for Veracruz and living in 
Barcelona ?" 

"Indeed. Now you have told us your 
reasons and we have li stened," José 

Miguel and Alfonso told me look ing 
like their patience was just about 
coming to an end."Now will you 
please introduce him?" 

"Alright, " I answered fee ling quite 

exhausted, "but don't underestimate 
him. He is a ventriloquist.lf you hear 
me praise him to th e skies, if I say 
that his prose is a cl escenclent of 

Melville, Swift, Sterne or Burton ancl 
that he is related to Boris Vian and 
Ka fka, to the European ancl 
American avant guard movements, 
yet nevertheless speaks straight to 
our hearts; if I mention the esthetic 
beauty that pervades every image 
on every page of his writings; or if I 
imitate his sense of humor, irony 

and sarcasm, it is my lips that are 

moving but he is the one speaking. I 
cannot avoid it; I am forced to act 
like a puppet. In the sleeve of his 
jacket he keeps a sharpened 
Phi lippine parasol and at the 

slightest suspicious movement, he 
cou ld pierce my hea rt with one 
well -aimed blow. You will hear me 
say that he is going to speak to us 
about'EI mal de Montano' 
(Montano's sickness). After th is he 

wi ll take over, my voice will change 
and it wi ll seem as if I have already 
introduced him. ln fact, he wi ll 
already have introcluced himself. So: 
I would rather not do it! " 



"EL MAL DE MONTANO" 

(MONTANO'S ILLNESS) 

Yolanda Virseda 

When you ask Enrique Vila-Matas 

why he is a wri ter, he answers that 

there were two powerful reasons that 

drove him to take up this prafession. 

The first was that he wanted to be 

free, and did not want to have to go 

to an office every morning.The 

second was that he saw Mastroniani 

in The night, a film by Antonioni in 

which the actor was a writer married 

to a lovely Jeanne Moreau. 

Then he realised that it was not so 

easy to be a writer, or to marry 

Jeanne Moreau. But he does admit 

that there is nothing as attractive as 

writing, although sometimes this 

trade is implacable and makes you 

suffer without giving any 

concessions. Writing, says the writer, 

"entails treading dangerous ground 

beca use you are never fully satisfied, 

you never manage to write a perfect 

work or a masterpiece and that 

causes you the greatest sense of 

uneasiness': 

His extensive narrative work - will he 

have found his freedom by now? ­

makes him one of the most original 

and respectable writers of our 

country. And his la test novel, Bartleby 
y compañía (Bartleby and company), 

have made him one of Spain's "first­

rate" writers, even though he feels 

very comfortable out of the spotl ight: 

''!'m not interested in glory novels': 

Maybe Enrique Vila-Matas is a 

minority writer. Some label him a "cult 

writer'; although it was so me time 

ago that his books came down fram 

the uppermost shelves to adorn 

bookshop's windows, alongside the 

works of accla imed authors ... also in 

sales. 

And he is certa inly very well -known. 

Specially in Barcelona, the city where 

he lives and about which he writes. 

Hi s works may be geared towards a 

select few, but many pea pie know 

that his narrative is su rprising, 

original, unorthodox, distu rbing. You 

cannot read Vila-Matas and remain 

impassive. Perhaps this particular 

vision of literature is an inheritance of 

1968. Very ohen he has said that he 

belongs to that generation not only 

on account of his age, but because he 

lived in Paris those years. The uprising 

endowed him with a creative 

freedom that he applies to his 

literature and,one gets the 

impression, to his w hole life. 

People with literary troubles 

Enrique Vila-Matas has been studying 

the illness of literature for a long time 

now and, as a matter of fact, has 

become a leading expert on the 

subject. First he dealt w ith the 

Enrique Vi/a -Matos 

Bartleby synd rome, an ai lment that 

turns its sufferers into "beings 

inhabited by a prafound denial of the 

world '; such as the famous character 

of Melville, an office worker who, 

whenever he was given a job to do, 

always answered with a single 

sentence: ''I'd rather not do it':The 

destructive power of the five words 

ruined the company. 

This syndrame affects many 

contemporary writers who, in th e 

end, never write or give up writing 

after having published the odd book 

or so. When Vila-Matas published 

Bartleby and company he fe lt the first 

symptoms of the illness and thought 

that, to finish with the dramatism of a 

writer who cannot write, his best bet 

was to act like Juan Rulfo by 

becoming a literary character and 

assuming that he had nothing leh to 

say: "-Mr. Ru lfo why haven't you 

written anything for so many years7. ­

Because Uncle Celerino, who used to 

tell me the stories, has died ': 

But that has not been the case here. 

Vila-Matas has found a way out. A 

new novel that has emerged from a 

short story that he read a few months 

ago in the cycle "With a different 

loo k": El mal de Montano" (Montano's 
illness). A narrator, who is a literary 

critic and suffers from literary 

troubles, a destructive ailment that 

makes him think about literature all 

the time, utter quotes whenever he 

speaks and even act as a character, 

goes to see his son who, in turn, is 

affected by another literary ailment: a 

writer who cannot write:"At the end 

of the 20th century, young Montano, 

who had just published his dangerous 

novelan the enigmatic case of the 

writers w ho give up writing, got 

entangled in his own fiction and 

beca me a writer who, despite his 

compulsive tendency to write, ended 

up completely blocked, paralysed, a 

tragic example of agraphia': 

The father, our narrator, decides to 

go to see his son in the hope of 

curing his own ailment as well, 

prampted in hls case by an overdose 

of literature: " llive surrounded by 

quotes fram books and authors.1 

fear that one day literature will 

gobble me up, like a rag doll in a 

whirlpool, untill find myself in its 

boundless realms. Every day , fee l 

more stifled by litera tu re, and , 

believe that now that , am fihy years 

old,' have become a wa lking 

dictionary of quotes. Asad fate': 

l he 5cenario : Nantes 

Fa ther and son meet in Nantes, a ci ty 

that is too literary (the city where 

Jules Verne was born and where 

Jacques Vaché committed suicide). a 

none too appropriate scenario for 

either of the ailments. The narrator 

realises that his son suffers fram 

agraphia. His absent look, his 

cha nges of mood and his 

aggressiveness denote an ailment 

that is hard to cure. And Montano 

tell s him that other writers visit him 

and that and his memory is being 

infiltrated by the memory of other 

authors, perhaps suffering from the 

same agraph ia as he: ", though he 

was fantasizing, but , can't be su re. 

There was a strange t race of truth in 

his disturbed 100k.Just like many 

writers who give up writing, he 

seemed to be devoting all his 

creative efforts to the oral invention 

of eccentric stories': 

The counterpoint to the father and 

son is Montano's companion, Aline, a 

lovely and understanding young girl 

who represents the illness in t he 

background: "Aline is a beautiful, 

silent and intelligent woman.' know 

her little, yet , believe , know her 

enough.1 have on ly se en her on two 

fleeting occasions, when she passed 

through Barcelona with my son. But 

she inspires confidence in me': 

And Rosa, Montano's stepmother, the 

narrator's realistic point of reference: 

"Rosa told me that , needed to travel, 

change my exaggerated intake of 

literature for landscapes and songs, 

go on a non-cultural tour, get my 

absorbing job as a critic out of my 

system, devote myself to the serene 

contemplation of nature -"watch 

calmly as tomatoes are born in the 

countryside" were her exact words -, 

watch sunsets and think about her, 

thin" more abou t her, who could not 

accompany me on the trip due to 

work commitments. Yel Rosa also told 

me not to go to Nantes where my 

son -also afflicted by literature, albeit 

for different reasons- cou ld make my 

illness even worse: 

TIle meeting between father and son 

is that of two sick pea pie affected by 

the two sides of lhe same ailment. 

Dne wishes to return to literature; the 

other, leave it for a few days. 

Killing the tather 

But fiction is stronger than reality, 

unfortunately for lhe narralor and 

Montano, who cannot write abou t 

life, bul only lurn his own inl 

literature. And the plot of this tale 

becomes Shakespearian, one can feel 

the drama of Hamlet behind the 

character. Montano wants to avenge 

his mother 's death. He thinks lhat his 

father is to blame for his mOlher's 

suicide. Another literary ai ll1lent to 

add lO his sorrawful ag raphi 

syndrame and which will 

irrel1lediably sel ve to worsen his 

father 's ill ness:"Walking in the rain , 

towards La Cigafe, it occurred to m 

to talk to Montano about my literary 

illness, only about mine, of course, 

that I shouldn't t Ik so soon about 

hi s, which was a delicate subjecl thal 

' int nded to broach tactfully nough 

latel on; 'have pok n lo him aboul 

my illness because , thoughl it l1light 

have a therapeulic effec t on hil1l if , 

lold hil1l thal his father felt stiOed by 

literature, w hich he wanted to gell id 

of for a few days, casling it off in 

so me gratty alley; I though that 

talking to him about my ailment 

could console him or re lativise his 

own illness and,at the sa me time, 

with my confess iol1 , could rid myself 

a little of my own': 

Yet Montano talks to him about the 

therapeutic power of stories, of how 

literature is able to cure the strangest 

illnesses:"My son started reflecting 

011 that propitious atmosphere that 

stories create and that helps to cure 

the ill, and , felt a bit ridicu lous for 

having told him about my illness and 

having leh myself at the mercy of the 

expressive 11l0vements of his hands 

while he reflected on the subjec t, he 

included bri ll iant stori es of his own 

and, in short, seerned to want me to 

get better as soon as possible, when 

in fact it was , who, a few hours 

earli er, had decided, with great 
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paternallove, to give absolute priority 

to curing his illness~ 

And Montano recalls how his mother 
used to tell him stories when he was 
ill and remembers her with such 
"Iiterary" intensity that his wife, Aline, 
feels jealous, and te lls him so. And 
Montano, with another very literary 
reaction, gives a withering look. 

Another act of Hamlet: 

"-Are you alright? -1 asked him. 

- No, he replied. His blue eyes seemed 
colder than ever before and even the 
scars he earned himself as a 

dangerous young man seemed larger. 

-You look very gloomy -1 sa id to him. 

- Gloomy, me? -he answered 

sudden ly and mockingly-. No, my 
lord, quite the opposite, because the 
sun shines on me all day long." 

I am literature 

The son want to kili the father, a 

Western paradigm, and the narrator 
realizes that that too is his ailment. As 
well as agraph ic, Montano is Hamlet: 
"Rosa was qui te right. My son cou ld 
perfectly echo what Kafka said to 
Felice Bauer:"lt 's not that Ilike 

literature, it's not that it interests me, 
no, the fact is that I am literature': It 
seemed to me that being so close to 
my son, burdened by his complex 
and constant literary world, merely 
made me feel more ill than before. 
Both Montano and I su ffered from 
li terary troubles.1 told myself that, 
since Montano had inherited the 
ailment from his father, then 1, oto give 

my illness some sort of name- had 
the Mon tano's ailment': 

The narrator decides to leave Nantes. 
The illness he suffers due to his 
overdose of literature runs the risk of 
getting even worse due to the illness 

of his son, who also tu rns his own life 
into literature. Before his son can kili 

him with "a literary heart-attack'; he 
leaves the city in the means of 
transport most frequent ly used in 
novels: the train. 

As he goes off, he thinks about 

moving away from the truth:"1 do not 
want to die from an overdose of 
literature or avenged by Hamlet's 
sword.1 agree with killing the fa ther, 
as long as that fa ther is not myseW: 

And he decides to stop writing his 
diary, and to stop always thinking of 
quotes, and using li terature so much 
to express his feelings. 

Montano stays in Nantes. His father 
goes away. And the wri ter has a novel 
that many readers are already wai ting 
foro At least all those of us who had 
the good luck to listen to him a few 

months ago ... and were left without 
knowing how it ended. 
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"THE HEART OF 

ACADEMIC LlFE 15 
DEBATE ANO DIALOGUE" 

Juan Manuel Reol Tejada 
Chairman of the Royal 

National Academy of 
Pharmacy 

Juan Manuel Reol says 
that he intends to turn 
the Roya l National 
Academy of Pharmacy 
into a meeting place. And 
that is what is happening. 
The Academy has opened 

its doors to the new 
century and has let itself 
be invaded by new words 
that bring in tow the new 
habits of a society that is 
striding along. 
Pharmacogenomics, 
biotechnology, 
pharmacotherapy, 

bioethics, etc., live side by side with 
the traditional (and essentia l) 
disciplines of physics, chemistry and 
biology. 

Many took for granted that Juan 
Manuel Reol 's entry in the Academy 
could increase the presence of the 
"real world of medicine" not on ly 
since from the health perspective, 
but as part of the economic and 
social framework. And it was 

supposed that culture, in the most 
humanist sense, could rub shoulders 
w ith the most innovative scientific 
breakthroughs. Not in vain, and Reo l 
himself has said, "Pharmacy is the 
crossroads where science and hea lth 
meet, a crossing of socia l and 
economic paths': 

That is why he wants to tu rn the 

Academy into a forum for dia logue. 
He remembers the back room of his 
father 's pharmacy, in Burgos, the city 
where he was born; where doctors, 
teachers, artists and writers used to 

get together ... and that was where 
Juan Manuel 's open spirit began 

taking shape. 

Then ca me his studies, his time at 
the Institute Superiore di Sanitó in 
Rome, alongside Professor Chain 
(Nobel Prizel, the competitive 

examinations to enter the 
Pharmaceut ical Corps of the 

National Health System, and his 
commitment to hea lth and poli t ics 
in a key period of Spanish histo ry: 
the t ransition to democracy. 

It was through the dia logue afforded 
by the country's fledgling 
democracy that he fought for his 
country and for his profession. 
Achieving that back room spiri t that 
he had known well since childhood 
called for freedom and he did not 
remain a bystander, but worked 

from the front line. For him it was 
essential: "1 have always wanted to 
be a free man living in freedom': 

8~on : Among many other th ings, 
you have been a Member of 
Parliament in the first legislature 
of t he transition; Director general 
of Pharmacy and President of the 
General Council of Casti lla and 
León, and now Chairman of the 
Royal National Academy of 
Pharmacy. What do all these posts 
have in common and how do they 

d iffer? 

J.M. Reol : I th ink that I have a 
certain polit ica l calli ng, and a desire 
to serve the public. Whi le I was 
President of the General Counci l of 

Castilla and Leon, our intention was 
to get closer to people with names 
and surnames who expect more 
than j ust a Statute of Autonomy 
from the politicians. One of our 
achievements during the yea rs of 
my mandate was the "area of 
industrial expansion" for Castilla and 
León which, accord ing to the 
experts, was one of the best ways of 
launching the Region's economy. 1 
have always seen politics as the 
place where one tries to solve 
people's problems. 

In the Directorate General of 
Pharmacy, from which I fostered the 

pharmaceutica l reform, or now, as 
Chairman of the Academy, I am 
closer to science, to the world of 
medicines and health, but have the 
same desire to serve. As a matter of 

fact, I think that from such positions 
one can do a lot for the public al 
la rge. 

[ i~on : In wh ich of these post s are 
you more comfortable? 

J.M. Reol: It is not a question of 
comfort. 1 hope my colleagues won't 
get angry when I say that I th ink 

politics is the field where one ca n do 

Juan Manuel Real Tejada 

most for other people. From that 
viewpoint, the five years that I spent 
as a fu ll -t ime pol itician in such a 

unique period of the history of 
Spain, namely the transi tion, during 
which I contributed from the front 
line to help the Spanish to live 
together in democracy, fill ed me 
wi th satisfaction . By this, I'm not 
minimizing the significance of 
pharmaceutica l and hea lth policy. 
What I do want to underscore is that 

being Chai rman of the Royal 
National Academy of Pharmacy is 
one of the highest honors that have 

had in my li fe. 

8~on : What do you remember about 

those t ransi tion years? 

J.M. Reol : They were very exciting 
yea rs.1 remember them without any 

kind of "nega tive" nostalgia. I feel 
increasingly prouder of having 

part icipaled actively, and highly 
sa ti sfied when I remember that the 
Spanish managed to achieve such a 
model transition. 1 thank God for 

having let me be "there" at that 
moment, alongside men as 
extraordinary as Adolfo Suarez. 

n~on : The 5panish Council of 

Min ist ers has j ust approved the 
new 5tatutes of t he Royal 
Academy, which is going to be 
renamed the Royal National 

Academy of Pharmacy. What is 
t hat ch ange going t o involve? 

J.M. Reol: Every insl ilulion is a 
process. We can't do anylh ing 
without what our predecessors have 
done. During these 17 monlhs that 
my mandate has lasted so far, l have 

had the opportunily lO oversee lhe 
Royal Academy's new SlalLi l es. The 
Government, and before lhat l he 
Spanish Institute, have passed them 
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without chang ing anything apart 

from a few style-related issues. That 
means that I am fortunate enough 

to witness a major milestone in the 
Royal Academy's history. 

Right now, the Academy is trying to 
adapt to the country's new 

circumstances and is fighting to 

establish a more profound dialogue 
with the scientifi c community and 

society. lt is trying to modernize its 

activities and say: we are present in 
the issues that matter most at 

present to the scientific world and 
society. The Academy has not only 

changed its na me, although that is 

also important. We changed from 

the Royal Academy of Pharmacy to 
Royal Nationa l Academy of 

Pharmacy. National does not mean 
any sort of monopoly, it means that 

the Academy serves the Central 
Administration, the Government, the 

Nation and all the Regional 

Governments.lt also means that the 
members of the Academy can be 

elected w ithout taking into 
consideration which part of Spain 
th ey come from and that they can 

live anywhere in Spain. We 
emphasize what is being done 

already. 

One only has to list the different 

Sections to realize the efforts we are 

making to modernize the Academy. 
It is no longer just a question of the 

basic sciences, which form the basis 

of pharmaceutical science (biology, 
chemistry and physics), beca use now 
there are also Sections such as 

biotechnology, pharmacogenomics, 
pharmacologyand 

pharmacotherapy, public health and 
the Environment, bioethics, etc.; they 
are all problems that are on 

everybody's lips right now. 

nido~ : What's the re lationsh ip with 
other Academies? 

J.M. Reol: I am quite sure that, ever 
since they were found ed within the 

framework of the Spanish Institute, 

th ere has been dialogue between al! 
th e Academies, as each worked in its 

own field . This dialogue is even more 

necessary nowadays that problems 

cannot be sol ved unless th ey are 
addressed from multilateral 

perspectives. Scientific problems 

cannot be tackled if one forgets th e 
purpose of science: Man. Scientists 

cannot lose sight of the humanist 
perspective. And it does not seem 

logical for the people of humanities 

to turn their back on science, when 
science is changing our lives. 

We live in the century of the atom, of 

the chip, of the genome ... And it is 
obvious that thi s is changing the 
world. 

I think that there is still a huge gap 

between humanities and science, but 
many people already are hitting this 

raw nerve. From Snow, who 
maintains the need for that dialogue, 
to Steiner, who also broa ches the 

idea, albeit from a pessimist 

approach; for him, barbarism coexists 
with culture and as an extreme yet 

very graphic example, he talks of the 
Nazi leaders listening to the great 

symphonies as they smelled the 

smoke of the holocaust. 

I don't think we can live without 

considering cu lture as the 
sublimation of the best humanismo 

Yet nor can we think that science, by 
definition, is limitless and that it can 

devote itself to infinite progress 
without considering that progress 

must serve Man. 

mdon: In the speech that you gave 
when you were invested as 

Cha irman of the Academy, you 
sa id several t imes that the 

Academy was a meeting p lace for 

scientific debate. What are the 

Royal Nat ional Aca demy of 

Pharmacy 's main act ivities? 

J.M. Reol : We have very different 

activities. As a matter of fact, the 

Royal Academy's activit ies are the 
basis of its prestige, which is why it is 

necessa ry to maintain a level of 
excellence.One of the mainstays are 

its publica tions. lhe j ournal Anafes de 
la RANF (A nnols of the Academy), 
which is issued four times ayear, 

together with two or three 

extraordinary issues, 0 1' the 
Monograffas (Monographs), of which 

there are already ten volumes, are 

so me of the publishing activities. This 
year we ha ve presented a facsimile 

with the main speeches given by 

Professor Albareda, who was a 
member of the Academy and 

Secretary General of the Spani sh 
Council for Scientific Research from 

1939 to 1959, when Spanish science 

began to expand and young 

scientists began moving overseas. We 
are going to publish the first volume 
of the history of the Royal Academy 

that Dr. Zúñiga wrote; and also a 
"Forum on Environment and Health': 

We are preparing monographies on 

the physiopathology of aging, new 
breakthroughs in medicines, 

neuropharmacology, sifting of 

med icines in parasitology, etc. 

AII this shows that the Academy 

keeps itself busy. Not forgetting that 

every lhursday there is a scientific 
meeting and numerous courses. 

lhe Academy's activities are backed 

up by the work of the José Casares Gil 

Foundation of Friends of the Roya l 
National Academy of Phannacy. We 
offer this tribune to the Spanish 

laboratories or multinationals 

installed in Spain who are conducting 
cutting-edge research. We have 

already received the support of 

Spa in's biggest laboratori es. 
Resea rchers, social or politicalleaders 

can also use this tribune to pu t 

forwa rd their opinions on the main 

socio-sa ni tary and scientific concerns. 

~dDO: Do you think that society must 

be informed of current scient ific 

affairs? 

J.M. Reol: Indeed, people need to 
know, and perhaps the debate should 

not be, for e ample, about whether or 

not to give information to patients, 

but about how to give it and wi th 

what type of controls. The society of 

information is also the society of 
knowledge, and that means being 

capable of making personal decisions 

about the fu ture. Everything that is 

done to bring science and society 
clo er to each oth r is appropria te 

and necessary.Scienti ts cannot live 

in an ivory tower.l h Nobel 
prizewinner Nir mb rg said things 

such as ci ntists know the 

con equenc s of th ir discoveri s 
before th y fini sh taking shape. That 

is what happened with atolll fiss ion 

and it appl ication l O the atomic 
bomb.That i why i ntists (above 

all those from th e public sector) sa id 

that they must be subordinated to 

what society delllands.lhis do es not 

mean that th y do not have freedolll 
to resear h, but from the very 

moment that a scientist uses public 

resources, ociety IllU t pa rtici pa te in 

orientating those re ources. 

I think that science and so iety 

cannOI turn their back on one 

another. One of the Academy's 

unresolved Illatters is precisely to 

promote communication over the 

Web. We must update our website, 

digitize our j ournal and the other 
publi ations. As a mattcr of fact, that 

is one of the aims of the new tatlltes 

and that is why we have set up a 

computing and cOlllmllnica lion 
commiltee. 

[j¡I~n: What are your goals fo r the 

future, apart from t he approval 
and implementation ofthe new 
St atutes? 

J.M. Reol: In the new Statutes, 

mandates have been limited to two 
periods of three years. 1 think it's a 

way of bringing the Academy up to 

date, at a time in which changes are 

taking place at a giddy pace, and also 
of making the members feel more 

accountable. First of all, I want the 

Academy to be a meeting place. lhe 
central them e of academic life is 

debate and dialogue and therefore 

controversy and dialogue.lhe second 

goa l is to enhance the AcadelllY 's 
prestige, through its activities. lhe 

Illain goal this year is to rise to the 

occasion when lhe King and Queen 
inaugurate the Academic Year of the 

Span ish Institute and the Royal 

Academies this autumn, precisely in 
our Academy's headquarters. 
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HUMAN RIGHTS OF 
OLDER PEOPlE 

Madrid, 7 March 2002 

The world is getting older. 

Steadily bu t fast, a silent 
revolution is taking place 
that is changing the world 
population pyramid. One 
only has to loo k at a few 
figures: right now, there 

are 600 million people over the age 
of 60. Within 50 years, it is forecast 
that there w ill be 2 bill ion . By the 
year 2050, in percentage term s, there 

will be the same number of children 
as elderly, meaning that one third of 
the world population w ill be more 
than 60 yea rs old. 

There is already talk of a 

demographic earthquake which, 
inevitably, poses new needs. The 
United Nations convened all its 
member countries to the 11 World 

Assembly on Aging, held last April in 
Madrid. One month before the 
Assembly began, the Foundation for 
Health Sciences, together w ith The 
British Council and the United 
Nations, organized a round table on 
the Human rights of o/der peop/e. A 
foretaste of what would be debated 
at the Assembly. 

The event was presided by H.R.H. 
Princess Cristina, UN Goodwill 
Ambassador for the Second World 
Assembly on Aging. During the 

round table, three specialists from 
different areas, and with different 
points of view, addressed the 
changes necessary to cope wi th 
aging successfully. They all agreed 
that it is urgent that we build "A 

society for people of all ages': 

The Assembly 's objectives 

When the I World Assembly on 

Aging was held in Vienna, 20 years 
ago, the experts were well aware 

that the International Action Plan 
agreed at that time would have to 
be revised some time later. Back in 
those days, the priority was the 
rising age of the population of the 
developed countries, but now 
longevity is characteristic of all 
society, even of the developing 

countries. 

This is what Aurelio Fernández, 
Commissioner of the National 
Committee of the II World Assembly 
on Aging, had to say. "AII of us are 
going to live longer -he said- and 
that is clear in several senses':There 
will be changes in intergenerational 

relations, in the educat ion and 
training of the people who look after 
this part of the popu lation, and it 
wi ll even become necessary to adapt 
urban spaces to the physical needs 

of the elderly. 

The changes wil l also bring abou t a 
move from a predominance of 
infec t-contagious illnesses to the 
proli ferat ion of chronic illnesses. 
And, of course, a socia l change that 

brings into question matters that 
have t raditionally remained 
unquestionable, such as a maximum 
retirement age. 

Aurelio Fernández stressed the key 

objectives of the Assembly: to make 
ag ing part of the plans of the fight 
aga inst poverty; to procure that the 
elderly remain active and healthy 

and to create appropriate 
environments for supporting the 
elderly. And a new righ t, namely, the 

Princess Crisrina signing rhe disringuised visirors' book. Behind, Manuel Díaz-Rubio 
and Isel Rivero 

right to equality and digni ty, an issue 
that is questioned every day wi th 
the physica l and psychological 

mist rea tment to wh ich many elderly 
are subjected. 

The rights of the elderly 

The fact that the population lives 

longer also requi res a new lega l 
framework in which to act in the 
event of new and, possibly, connictive 
situations. Murray Hunt, attorney and 

member of Matrix Chambers of law, 
focused on this issue which is so 
importan! to the elderl y. 

As a lega l framework, the European 
Convention on Human Rights is also 
aging, Hunt argued, but it does 
protect certain fundamenta l rights 
that need to be stressed: the right 

not to be subjecled to degrading 
treatment; that our civ il rights are 
determ ined by an appropriate court; 
th e right l o respect for home and 
private life; the right to not be 
discriminated against due to age 

and the right to peaceful enjoyment 
of private property. 

On account of the new demographic 

situation, there are new fields in 
which work must be done and, 

above all , state support is required 
to protect the elderly population. 
There are several challenges. First 
and foremost, to put an end to age­
based discrimination. Being elderly is 
still an obstacle to finding a job and 
the compul sory retirement age is a 
widespread practice. One of the 
proposa ls made in the Convention is 
that the retirement age should be 
flexibilized in line with the state of 
each country 's job market. 

The second main challenge is to 
procure equal hea lth ca re. The 

elderly are entitled to demand 
treatments capable of improving 

their quality of life, and these 
treatments should not be limited on 
account of their age and arbitrary 

opinions. 

The third object ive seeks to defend 
elderly people's right to live in th eir 

own homes for as long as possible.lf 
elderly people prefer to live in their 
own homes, there is no reason why 
the State should insist on moving 

them to a residentia l home. 
Furthermore, these people's homes 
must be in a fit state and habitable. 

Last ly, Murray Hunt underscored the 
11 Assembly's proposa l that the 

elderly should participa te in 
different community activi t ies, which 
involves improving the ease of 

access lO places in order to be able 
to integrate more easily. 

The si lent revolu t ion 

The 21st century will be the century 
of lhe elderly: "Such a huge 
demographic tra nsformation entail s 

irremediable consequences both for 
the individual and sociely. Ve t 
Mankind has unprecedented 
technological capaci ty and wea lth 10 

deal with th is revolution':These were 
the words of José Antonio 
Gimbernat, presiden t of lhe 

Federation of Associations for the 
Defence and Promotion of Human 
Rights of Spain. For him, the elderl y's 
quality of li fe and welfare can be 
guaranteed, although they mighl 

not be offered on a widespread 
basis. Well planned polit ica l 
initiati ves w ill be necessary lo atta in 
this in the short -term. 

Human rights must foster the 
crea tion of a society for all ages, 
especiall y said Gimbernat- "when 
aging is not a maner of personal 
biology but a socia l trend ': 

And to make society accept and 
admi t the elderly, we must change 
education so that, among other 
things, it fosters respect for the 

elderly: "com petitiveness, 
understood as the law of the 
youngest and strongest, is 
devastating the elderly ': 

Lastly, he referred to the danger that 
the Welfare State faces in advanced 
societies. Maintaining its costs with 
an aged population is a lot harder, 
and one way or another, attempts 
are being made to cut back on 

benefit s. He underlined the 
significance of achieving goals as 
important as an egalitarian health 
system, increasing the number of 
state residential homes and fighting 
against the ill -treatment of th e 
elderly by relatives or carers. New 
challenges for what is 

unquestionably set to be a new 
society. 



HEALTH AND PRIVACY 

DATA PROTECTION IN THE FIELD 

OF CLlNICAL RESEARCH IN SPAIN 

Madrid, 22 March 2002 

According to the Data Protection Act, 

which entered into force in January 

2000,all Spaniards are entitled to the 

protection of their personal details. 
Just as this is a new Act, so is the right 

to privacy. And its aim is none other 
than to "guarantee and protect" the 

appropriate use of personal data. As 

for what does the Act understand by 
"personal data'; its exact definition is 

as follows: "any information about 
identified or identifiable private 

ind ividuals':lf the information 

required relates to people's health, 

then this data is particularly sensitive 
and therefore requires special 

protection. 

The Conference that the Foundation 

for Health Sciences organized last 
March brought together a group of 

legal experts, researchers, clinical trial 

sponsors and bioethical specialists, 
who debated the applicatioll of the 
Data Protection Act in the health 

field. A necessary debate that raised 

many questions, but which also 
provided many answers. 

An incomplete f ramework 

The mag istrate of the Third 

Courtroom of the Supreme Court, 

José M' Alvarez Cienfuegos, outlined 
a basic idea with w hich all the 

speakers agreed. This Act is a 
necessary common framework, but it 

is insufficient and incomplete in the 

case of clinical trials."UntiI1986, most 
health information was related to 

health care, but nowadays it has 

other components that have to do 
with research.This data is especia lly 

sensitive and its handling involves 
many interests that go beyond the 

patient 's interest and transcend 
science and research '; said the 

Magistrate. 

The Act must also extend beyond the 

limits of the Autonomous Regions. 
Despite the fact that Central 

Fernando Gorcio Afomo 

Government began transferring 

responsibility for health issues to the 

Regions more than ayear ago, some 

epidemiological or research studies 

are still conducted on a nationwide 

basis. 

Lastly, Alvarez Cienfuegos reflected 

on the need to change the concept 
of transfer, especially with regard to 

the information contained in 

patients' medical records. Right now, 

this information can only be 
transferred with the patient 's consent 

and in the case of emergencies. Yet 

how does one solve everyday issues 
such as when a patient changes 

hospital? In short, to whom does the 

medical record belong, to the patient 

or to the health system?The answer 
to this last question continues to 

leave the issue open to debate:"The 

patient does not own it, but is 
entitled to access it': In the priva te 

health sector, the medical record 

belongs to the patient. 

SALUD E INTIMIDAD: 

Protocclón de datos 
en el enlorno de la 
Investigación cllnl"" on España 

The Data Protection Agency 

The Data Protection Agency's mission 

is ensure that data protection 
legislation is observed. The Director 

of the Madrid Agency, Juan Manuel 

Fernández López, underscored the 
need to observe several principies. 

Rafael Daf·Ré 

The first is the principie of 

information; people must know that 
there are files with information about 

them, and how the files are used. The 

second principie is the principie of 
consent, this being "any manifestation 

of free, unequivocal, specific and 

informed will ~The right to secrecy is 

the third principie that must be 
observed; the data must be kept 

complete and confidential and 
nobody can access them unless lhey 

are specially authorized to do so. 

Yet this Act needs to be more specific 

in the case of clinical trials; th r are 

specific issues, and as a malter of fact 
the European Union regulations on 

how to conducl clinical trials covers 

some of the issues that are already 
foreseen to some eXl enl in lhis Act. 

Fernando Garcfa Alonso, Direclor of 

the Spanish Medicine Agency, 
focused on the contents of European 

clinical trial regulations. When a 

clinical trial is conducted, it is v ry 
difficult to strike a perfect balance 

between the patient's rights and lh 
public interest; although the law 

states that the patient's rights always 

prevail, he admitted thal it is rather 
cynicallo say so "because clinical 

tria ls cannot be conducled unless 

one bears in mind thallhe aim is 
obtain public knowledge, even if 
sometimes certain individual rights 
are violated': 

Certain legal reasons of the European 
regulations on clinical trials are 

difficult to implement; the European 

Directive binds that informed 

consent must always be given in 

writing.Another new requirement is 
that participants must be asked for 

permission if their blood samples are 

going to be studied in several 
different ways. This matter is 

particularly important to Dr. Garcfa 

Alonso because "a drop of blood can 
tell us a lot more than our entire 

medica l record, thanks to DNA 
analysis':This pharmacogenomic 

information poses another new issue 

that must be takene in mind. 
"Nowadays - he continued- it makes 

no sense to conduct clinician trials 

unless they are re lated to the 
different types of answers in line with 

genetic conditions. The onflict arises 

between the patients who do 
respond to a certain type of 

treatment and lhose who do not, so 
w will h ve 10 ' split hairs" to make 

sure thallhis new perspeclive does 

not affecl patien l 'rights to privacy': 

Researchers and the lack of 

informatíon 

Miguel Cas s, Head of lhe Psychiatric 

Deparlment ofValle de Hebr n 

Hospilal in Barcelona, l alked aboul 

the implicalions of lhe Data 
Protection Act with regard 10 the 

everyday ta k of performing clini al 

tríals.ln his experience, the main 

problem that researchers face is the 
lack of training in this fi Id:"ln certain 

areas it is nOl asy to abidc strictly by 

the principies of lhe law ':When one 

talks aboul informec1 consent, the 

problem that clinicians run into is 
that patient do not alway 

under tand whal is being explaincd 

to them, "they are always defenseless 

and base thcir decision upon lhe 
doctor's altilude': 

Furlhermore, researchers hay 10 

handle anolh r of lh ACl'S princip ies: 

confldentiality."Clinicians are used lo 

professional secrecy, but are nol clear 

wh re to draw the line when the 
confidentiality affects third parties. 

What do you do if you discover in a 
clinical trial that a participant is HIV 

positive and does not practice safe 

sex?': 

The pharmaceutical industry, which 

sponsors many clinical tria ls, has been 

forced to adhere strictly to lega l 
requirements. Much of the 

information that clinicians need, 
argued Miquel Casas, is available 

through the industry.ln this respecto 
Dr. Rafael Dal-Ré, Director of the 

Medical Division of GlaxoSmitllKline 

in Spain stressed that what is needed 

is a change of mentality among the 

people responsible for ca rrying out 
the tríals. Patients are not just 

patients. First anc1 foremost, they are 

people and as su eh are protected by 
the Data Protection Acl. We use 

information that could be identified 

(gender, age, medical problems ... ) and 
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that is why we must act without 

breaching any aspect of the Act. 

Dr. Dal-Ré explained how his 

company had consulted data 

protection experts and listened to 

the opinions of ethical committees in 

drawing up a trial sheet that includes 

all the information that participants 

need. Researchers have also received 

the necessary information and, to 

date, there have been few incidents. 

Jesús Rubí Navarrete, Deputy Director 

of the Data Protection Agency, 

centered on the legal perspective of 

the people involved in clinical trials. 

"Broadly speaking, the sponsor of the 

study is also the party responsible for 

the file.lt has access to the 

information and the Act states that it 

cannot transfer the information to 

third parties': Sim ilarly, the sponsor 

must keep the data files for as long as 

the medicine remains va lid, while the 

researcher must keep them for fifteen 

years after the study has ended. 

The special characteristics of 

epidemiological studies 

Epidemiological studies are also 

affected by the Data Protection Act. 

According to Miquel Porta, Lecturer at 

Barcelona Autonomous University, a 

serious study requires a lot of 

information that could violate 

people's privacy:"in order for the 

study to be comprehensive and to 

ensure that the conclusions are not 

biased or distorted, researchers need 

different information about the 

participants': Even though nobody 

questions the fact that the patient's 

consent is essential for conducting an 

epidemiological study, in Miquel 

Porta's opinion "it should be possible 

to accept a less specific type of 
consent so that data could be used in 

the epidemiological research without 

always having to notify the patient': 

Indeed, it is not easy to predict a 

research project's long-terrn potential, 

and getting a patient's informed 

consent again whenever a new study 

starts is much too hard a task. 

In this respect, Diego Gracia said that 

"sometimes we protect the data so 

much that we run the risk of 

jeopardizing other aspects of the 

research': In Dr. Gracia's opinion, there 

is a debate between researchers and 

legislators. Even if researchers may, 

sometimes, fail to heed legislators' 

guidelines, they are forced to deal 

with one another.That is precisely 

what clinical research ethical 

committees do: ensure that the scales 
are not tipped against the patient; 

their mission is to protect the 

participants, and that is why we must 
all work hand-in-hand. He 

emphasized that we are faced with a 

completely new issue, and one about 
which lawyers, researchers and 

bioethical specialists will have to 

think long and hard. 

WE ARE PREPARING 

CONFERENCES ANO 

LECTURES 

SERIES OF LECTURES ON 

EVOLUTlON ANO 

GENOME 

Next 12 November, Dr. 

Steve Jones will be giving 

the lecture Is manjusr anorheranima/? 
as part of the Evo/ution and Genome 
series, at the Foundation's conference 

hall. 

This series of lectures, a joint initiative 

of the Foundation and the British 

Council in Spain, began last 7 May 

with the presentation of the book The 
Common Thread by its authors: John 

Sulston, former director of the Sanger 

Centre in Cambridgeshire and 

Georgina Ferry, a prestigious scienti fic 

journalist, editor of Oxford Today. 

Steve Jones, who is Professor of 

Genetics at University College London, 

and a famous scientific author, is one 

of the editors of the of Cambridge 
Encyc/opedia ofHuman Evo/urion.ln 
1997 the Royal Society awarded him 

the Faraday Medal for the Public 

Understanding of Science. 

NEWS 

ORUG OEPENOENCE ANO PRIMARY 

CARE TRAINING ANO REFERENCE 

PROGRAM 

The close ties between the 

Foundation for Health Sciences, 

through the Biomedical Training 

Institute, and the Spanish Drug 

Addiction Aid Foundation have given 

rise to the " Orug dependence and 

primary care" Training and 

Reference Program, the main goal of 

which is to give primary hea lth care 

doctors an interactive self-training 

tool on how to tackle and treat any 

drug dependency problems that 

might arise in the surgery. 

AP _ 

The need for the program lies in the 

fact that primary health care 

su rgeries, in addition to receiving a 

large majority of the direct demands, 

have become a privileged place for 

the early detection and prevention of 

possible dependency problems that 

are not explicit yet. Primary care 

doclors are more than willing to 

become more heavily involved, but 

before they can do so certain 

problems have to be solved, such as 

the lack of specific training in the field 

and the difficulty in getting such 

training, due especially to their 

geographical dispersion and lack of 

time.The " Orug dependence and 

primary care" Training and 

Reference Program has been 

designed to allow each doctor to 

study at their own pace and in their 

own way. 

The " Orug dependence and primary 

care" Training and Reference 

Program comes on two CD-ROMs. 

The first CD, - Manual of Cl inical 

Handling- seeks to combine 

theoretical and practical issues related 

to different substances, their 

characteristics, needs and how to deal 

with them from primary healh care 

surgeries. Special care has been laken 

to provide specific care protocols for 

each need, to ensure that cloctors find 

the train ing they have received more 

practica r to use. The seconcl CD -

Clinicallnterview Manual - contains 

audiovisual material on 

communication ski lls ancl strategies. 

Typical cases are staged using 

simulated patients, trained for each 

case, allowing doctors to learn how to 

communicate in drug dependency 

therapy situations. 

The program's material comes in a 

folder that also includes a User's 

Guide, which explains the objectives 

and contents of each CD-ROM and, 
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although the We/come and 

Presentatiol1 section of each CD 

contains instruclions on how to use 

the materials, the Guide outlines the 

main points, listing the installation 

specifications and the software's 

minimum computer requirements. 

BIOETHICS FOR CLlNIClANS' 

PROJECT 

INSTlTUTE OF BIOETHICS -

FOUNOATION FOR HEALTH 

SCIENCES 

SUMMARY OFTHE BOOK "BIOETHICS 

FOR CLlNICIANS" 

CONTENTS 

FOREWORD 

Acknowledgcments 

List of participants 

l. MORAL DELlBERATION:THE 

METHOD OF CLlNICAL ETHICS 

2. INFORMED CONSENT 

3. PATIENTS' CAPAClTY FOR 

DECISION MAKING 

4. CONFIDCNTIALlTY IN CLlNICAL 

PRACTICE, CLlNICAL HISTORY 

AND MANAGEMENT OF HEALTH 

CARE INFORMATION 

5. DEClSION-MAKING WITH MINOR 

PATIENTS 

6. FORGOING THERAPEUTIC 

SUPPORT 

7. THE DUTY OF NON 

ABANDONING THE PATIENT 

8. RATIONAL USE OF HEALTH CARC 

RESOURCES 

9. ETHICS OF PREVENTION IN 

PRIMARY CARE 

10. MANAGEMENT OF SICK LEAVES 

11. HEALTH CARE PROFESSIONALS' 

RELATIONSHIPS 

APPENDICES 

Complete reference of the articles of 

the series 

Glossary 

Index 

Thursday 27 June at 20:00 Alfredo Bryce Echenlque will be taking part in 

the "On a different sight: other voices, other environments. Science, 

literature and thinking" conference series with the lecture entitled 

"Mood, pain and laughter, Chronicle of a depression" 

Thursday 12 November at 19:30 h. Steve Jones will be giving the lecture /s 

man just anorher animal? , as part of the Evolution and Genome 
conference series. 
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