Erfurt Project on
Children with
Anencephaly

Condition of the children
Anencephaly means the absence
of the cerebrum. It is the most
frequent developmental malfor-
mation of the brain (1:1000
newborns). There is no cure. The
children survive for a few hours
or days only at the most.

Situation of the parents

An increasing number of parents
decide to continue the pregnancy
after prenatal diagnosis. They
consciously use the time afford-
ed by carrying to term to experi-
ence togetherness with their un-
born child. Now they are able to
say good-bye and let their child
go in a more personal and
peaceful way. Carrying to term is
a trend observable in the inter-
national context.

Research Questions

Profound brain impairment and
very limited lifespan lead to an-
thropological and ethical ques-
tions of personhood as well as
guestions on awareness, percep-
tion and emotion. The develop-
ment of adequate programs to
serve parents and children is an-
other aspect of the project.

Research methods
Methodologically, three elements
are essential: (1) access through
cultural studies, (2) interdiscipli-
nary team structure and (3) inte-
gration of parents as experts.

Research project

Since 2003 there has been ongo-
ing research cooperation at the
University of Erfurt (Prof. Dr.
Harald Goll, Prof. Dr. Josef
Romelt) and parent groups
(Monika Jaquier). Nine interna-
tional conferences on the situa-
tion of children with anencephaly
and their parents have been
held. An interdisciplinary “anen-
cephaly network” with partici-
pants from the fields of medi-
cine, philosophy, psychology and
law emerged from this activities.
The acquisition of international
experts in different scientific
disciplines is planned for the fu-
ture.
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