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Ab stract: A great part of hu man ge net ics re search is car ried out
col lect ing data and build ing large da ta bases of bi o log i cal sam -
ples that are in a non-anon y mous for mat. These con sti tute a
valu able re source for fu ture re search. The con struc tion of such
da ta bases and tis sue banks fa cil i tates im por tant sci en tific prog -
ress. How ever, biobanks have been rec og nized as eth i cally
prob lem atic be cause they con tain thou sands of data that could
ex pose in di vid u als and pop u la tions to dis crim i na tion, stig ma ti -
za tion and psy cho log i cal stress if mis used. In formed con sent is
re garded as a cor ner stone in the pro tec tion of per sonal au ton -
omy in re search in volv ing hu man sub jects. Yet in re cent years
this fun da men tal con cept has been over whelmed by the
genomic rev o lu tion. From a gen eral over view of in ter na tional
lit er a ture, it seems ev i dent that in formed con sent is sues have
come into sharp fo cus, in par tic u lar in re la tion to the twin is sues
of time ex ten sion (blan ket ver sus spe cific/re peated con sent)
and per sonal ex ten sion (group con sent). Af ter an in tro duc tion
on ob tain ing in formed con sent in the con text of ge netic re -
search, this pa per ad dresses the ap par ent lack of a sin gle, uni -
ver sal model of ob tain ing in formed con sent among pop u la tions
in volved in ge netic re search and it ar gues for the need to de -
velop an eth i cal frame work tai lored to the spe cific fea tures of
each pro ject. In or der to sup port this the ory of contextualizing,
the case of a pri vate bio tech nol ogy com pany, SharDNA is pre -
sented. The pres ent pa per ex plores the man age ment of its
biobank, de vel oped from a ge netic re search pro ject car ried out
on iso lated pop u la tions liv ing on the Ital ian is land of Sar dinia.
In par tic u lar, the pa per high lights how the com pany is tack ling
the prob lem of informed consent and other ethical requirements 
for genetic research, such as the respect of individual privacy,
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