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Dale Rose

It is with pleasure once again that we publish
the Innovia Foundation Newsletter, the third of
the year. In this issue, the reader will find an
array of material for her or his consumption
and reflection! Innovia Director Stuart Blume
leads the newsletter with two pieces, the first
of which references recent work by scholars in
Malaysia and the UK. That work, focusing on
the promises and possibilities of leveraging
individual patient participation in medical
research and clinical trials into further substan-
tial benefits for users and patients, seems to
resonate strongly with the core values of
Innovia. As Stuart notes, this is precisely the
kind of work that can and should help to forge
linkages with our membership - and, in fact,
he invites the membership to do just that.

A second contribution highlights a recent
report put out by an advisory body to the
Dutch government, which discusses patient
participation in health research. The details of
the report are fascinating; more fascinating,
and indeed more compelling perhaps for our
Innovia colleagues is the prospect of using this
type of report as ‘ammunition’ - the metaphor
is in many respect appropriate - for efforts at
the intersection of social justice, activism,and
intellectual inquiry in other countries...
countries where medical research discourses
are wanting or devoid of the language of
inclusion, participation and collaboration.

Other contributions include a welcome bio
piece by colleague Renu Addlakha, Senior
Fellow at the Centre for Women's Develop-
ment Studies in New Delhi. Dr. Addlakha’s
wide-ranging (“eclectic”to use her term!)
interests and activities will resonate with most
of our membership: gender, the family, disabi-
lity, mental health, violence - a host of fields
which in many respects reflects key sites for
research, intervention and activism. We are
delighted to share her bio in this forum.
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Claire George

And finally... We are honored to be able to
publish remarks very recently made by a
pioneer of the contemporary field of medical
sociology, Emerita Professor (and Innovia
Scientific Advisory Board Member) Renée Fox of
the University of Pennsylvania. The occasion for
Professor Fox's comments was the awarding, to
her, of a Lifetime Achievement Award by the
American Society for Bioethics and Humanities.
As becomes clear, her remarks are a challenge: a
challenge to the field of bioethics to expand its
boundaries and parameters, to broaden its
condtions of possibility, its discourses, its
membership, its very raison d’etre. It is, in short,
a call for transformation. Our thanks to Profes-
sor Fox and others who granted permission for
the publication of her talk, The Bioethics | Would
Like To See, in our Newsletter.

We have a full agenda, to be sure, with just
enough room so that one of us, Claire George,
can bid a fond adieu as she takes the plunge in
pursuit of a new career opportunity- leaving
the other editor, Dale Rose, to wish her luck and
thank her in this public forum for all her great
work on the Newsletter. Hartelijk dank en
succes met je carriere! In closing, we encourage
the readers of this Newsletter to contact Dale
Rose (Dale.Rose@ucsf.edu) or Stuart Blume
(S.S.Blume@uva.nl) with a) CONTRIBUTIONS to
the newsletter (short pieces, essays, replies,
upcoming events, etc., etc.),and b) pressing
ideas, concerns or comments about the content
of this or future issues. Thanks and enjoy!

News from INNOVIA

A short while ago | had an interesting e-mail
from Chee-khoon Chan (Universiti Sains
Malaysia, Penang) and Gilles de Wildt in the U.K.
(www.medact.org ). Having met ata WHO
consultation on genomics and health, they'd
started “discussing and wondering about the
potential leverage that volunteers in clinical
trials, laboratory-based studies, and other
research settings might have in influencing the
direction of research, and the disposition of
benefits arising from the research.”



