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Introduction & Alan Malcolm

Alan Malcolm
Chief Executive of the Institute o  f Biology

W=
It has been a pleasure as well as an honour to have chaired the Cesagen

, ) \m Advisory Committee and be member of the EGN Advisory Committee
‘ » for the past two years.

It is difficult to remember that in the early 20t century, eugenics was a (reasonably)
respectable intellectual discipline. Events leading up to, and during, World War Il did away
with that naivety forever.

Now, any advance in human genetics seems to bring with it social, ethical and moral
problems, with political ones not far
led to the dilemmas surrounding antenatal testing.

The ability to investigate genes at the level of DNA molecules has given us DNA
fingerprinting with the ability to catch and convict criminals, as well as to construct more
accurate family trees.

Moving genes around means that we can now provide human insulin for diabetics, rather
than rely on the porcine variety.

Selective breeding of farm animals and crops used to be commonplace and
uncontroversial. Our recently acquired ability to inject GM produced growth hormone
into cattle has led to international trade disputes. American citizens enjoy the benefits of
ingesting the products of GM maize and soya, while in Europe our GM knickers are still in
a twist.

Scientists may not like to admit it, but help is needed if we are to ensure that the
undoubted benefits of these new technologies are to be enjoyed by our population
without the hysteria which seems to have accompanied most of the recent breakthroughs.
Cesagen, Egenis, the Genomics Forum and Innogen, sponsored by a far sighted ESRC,
have done a wonderful job bringing together speakers and participants from all over the
planet to discuss issues such as these.

I am sure you will all enjoy it, learn a lot and make new contacts and friends.

Alan D.B. Malcolm
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ESRC Genomics Network

The ESRCDO sNetBakn(BEG) isca€25 million investment by the Economic and
Social Research Council examining the numerous aspects of the social and economic
significance of genomics. The EGN conducts social science research into a wide variety of
genomic developments including plant genomics, synthetic biology, genomics and
healthcare systems and genomics and identity. The EGN spans five universities and
involves over a hundred researchers, PhD students and support staff, as well as a rotating
cast of visiting research fellows.

The EGN partners are:

Cesagen 0 The ESRC Centre for Economic and Social Aspects of Genomics

Based at the universities of Lancaster and Cardiff, the main objective of Cesagen is to
investigate the economic, ethical and social factors that shape knowledge in genomics and
other life sciences. The Centre is directed by Professor Ruth Chadwick.

Egenis 0 The ESRC Centre for Genomics in Society

Based at the University of Exeter, Egenis is directed by Professor John Dupré. Every
application of genomics, from genetic testing to stem cell research, raises new and
controversial issues. Egenis explores the impact of developments in genomic science on
crucial areas of human activity such as medicine, the food chain and the environment.

Innogen - The ESRC Centre for Social and Economic Research on Innovation

in Genomics

Based at the University of Edinburgh and the Open University and directed by Professor
David Wield, Innogen studies innovation in genomics and the new life sciences; how these
new technologies are governed and regulated; and the impact of life science innovation in
developed and developing countries.

ESRC Genomics Policy and Research Forum

Based at the University of Edinburgh and directed by Professor Steve Yearley, the Forum
is an innovative knowledge exchange organisation. We work closely with our Network
sister centres to integrate and connect the diverse strands of EGN research with policy
makers in the UK and abroad, and to build links with business, the media and civil society.

ESRC Genomics Network Conference  Page 3



Wednesday 7 Oct 2009

9.00-10.00 REGISTRATION 0 Entrance Foyer
Refreshments & Marble Hall
10.00-11.00 Keynote Lecture
Welcome and Chair:  Professor Ruth Chadwick, Cesagen, Cardiff University
Speaker: Professor Joan Fujimura, University of Wisconsin-Madison
Genome geography: Mapping and measuring differen
biomedical genomics
11.00-11.30 Refreshments & Marble Hall
11.30-13.00 PARALLEL SESSION 1

Assembly Room
Parallel Session 1A

Chair: Jamie Lewis

Syndicate Room A
Parallel Session 1B
Institutional bioethics of
stem cell research: Multiple
voices, loopholes, and
discontent (Part 1)

Chair: James Mittra

Syndicate Room B
Parallel Session 1C
Implications of data sharing
practices in genomic
research

Chair: Gill Haddow

Syndicate Room C
Parallel Session 1D
Political economy of
genomic and
biotechnological promise

Chair: Ruth McNally

Adam Hedgecoe
Professionals, patients and
personal genomics:
Alzheimer's disease as a
case study

Molly Morgan
Governing the constructs
of life: What constitutes
good governance?

Jane Kaye
Data sharing in genomics o
changing scientific practice

Larry Reynolds
Tradeable promises: from
relationship to thing

Richard Elliott
Regenerative medicine:
cultural framing and public
perceptions

Margaret Sleeboom -
Faulkner

Contested embryonic
culture in Japan - public
discussion, and human
embryonic stem cell
research in an aging welfare
society

Naomi Hawkins
Translating genomic
research into clinical
applications

Richard Tutton

The promise of pessimism:
uncertainty and the risk of
failure in genomics

Jennifer Roddis
Lay meanings of the
genetics of thrombophilia

Seyoung Hwang

Mi nd the gap
views and reflection on
ethical conduct of stem cell
research in South Korea

Catherine Heeney
Privacy in genomic data

Nina Moeller
Prospecting's promises:
hope and fear in an
Amazonian bioprospecting
encounter

Daniele Carrieri
Perceptions of and
experiences with NF1

Leo Kim

After Hwang scandal: The
politics of stem cell
research and petrifying
national scientific culture in
South Korea

Jantina de Vries
Equality in data sharing and
access

Michael Arribas -Ayllon
Promissory strategies of
personalization and
scientificity in the
commercialization of
genomic knowledge

13.00-14.30

Lunch & Marble Hall
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14.30-15.30

Keynote Lecture
Speaker:

Professor Doug Turnbull, Newcastle University

Mitochondrial genetidaheritance and disease

Discussant:
Chair:

Professor Adam Hedgecoe, Cesagen, Cardiff University
Professor Maureen McNeil, Cesagen, Lancaster University

15.30-16.00

Refreshments & Marble Hall

16.00-17.30

PARALLEL SESSION 2

Assembly Room
Parallel Session 2A

Chair: Andrew Bartlett

Syndicate Room A
Parallel Session 2B
Institutional bioethics of
stem cell research: Multiple
voices, loopholes, and
discontent (Part 2)

Chair: Joan Haran

Syndicate Room B
Parallel Session 2C

Chair: Michael Arribagllon

Syndicate Room C
Parallel Session 2D

Chair: Peter Glasner

Martha Prevezer
Patenting and open-source
and effects on innovation

Choon Key Chekar
South Korean
exceptional.

Ramya Rajagopalan and
Joan Fujimura

Fishind chip

Carol Morris
Measuring, recording and
assessing farmed animals

and research: comparison sides®6: nat i | markers, and disease risk with genetic techniques and
of agricultural and features explained and predictions in biomedical the transformation of
biomedical biotechnology ignored genomics livestock breeding

Ann Bruce Prasanna Kumar Patra Jamie Lewis Richard Twine

The changing information
practices of life science

Bio-networking: typologies
as strategies in patient

From translational research
to transmigrational

Farm animal genomics:
Mobilising sustainable meat

researchers recruitment & the case of research as ethical biocapital?
6experi ment a
therapy in India

Michael M. Hopkins Achim Rosemann Gill Haddow Neil Stephens

The Phantom Menace of
6gened paten
of diagnostics

The bioethics function:
Legitimacy, power,
modalities of
problematization

The legacy of family:
Accounts of recruitment to
a large-scale population
genetic data collection.

In vitro meat: From bench
to breakfast

Annemiek Nelis and
Yrrah Stol

A wealth of data?
Anticipating future uses of
genomics data and
information

Jean Harrington
0MMans!| ati onal
science around stem cell
research

Amy Hinterberger
Public health genomics and
multicultural politics

Minakshi Bhardwaj
From research to health
management: is
nutrigenomics suffering
from burden of proof?

17.30-19.30

EGN Publications Reception & Marble Hall
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Thursday 8 Oct 2009

9.00-10.00

PARALLEL SESSION 3

Assembly Room
Parallel Session 3A
Synthetic biology: Walking
the line between
engineering and biology

Chair: Jane Calvert

Syndicate Room A

Parallel Session 3B
Great promi s
application: The effect of
societal environments on

the formation and use of
biomedical technologies
Chair; Christine Hauskeller

Syndicate Room B
Parallel Session 3C
A multidisciplinary
approach to the
expectations underlying
genomic research

Chair: John Dupré

Syndicate Room C
Parallel Session 3D
Neuropsychiatric genetics
and genomics: ethnography,
engagement and
collaboration

Chair: Adam Hedgecoe

Peter T. Robbins
Reflexive boundaries: The
development of the
BioBrick approach to
synthetic biology

Alison Kraft

Banking and transplanting:
Reframing the blood stem
cell

Miguel Garcia -Sancho
The emergence of DNA
sequencing and the
promising new
potentialiti
i nfor mat-i198/n 6

Michael Owen

Overview of scientific
developments and horizon
scanning

Adrian Mackenzie

Who today designs what?
From techniques to meta-
technique in synthetic
biology

Dana Wilson -Kovacs
The (re)production of
regulation: The clinical
implementation of adult
stem cell treatments in the
UK and Germany

Mark Harvey

The unexpected tale of a
superbug: processes of
differentiation and
interdependence between
public and private
knowledge in a genome
race.

Katie Featherstone
Overview of our
ethnographic and public
engagement strategy

Emma Frow

Building BioBricks: The
dynamics of standardizing
biological parts and
scientific practice in
synthetic biology

Hristina Petkova
Genetic test
innovation? The fuzzy
response of health care
institutions to genetic
testing for MODY diabetes

Nik B rown

Promissory bioeconomies &
Caching in on cord blood
banking

Andrew Bartlett

What is O6big
science of psychiatric
genetics?

10.00-10.30 Refreshments 6 Marble Hall
10.30-11.30 Keynote Lecture
Speaker: Dr. Paul Martin, University of Nottingham
The future is personal: visions of personalised medic
genomics and the reshaping of healthcare
Discussant: Dr. Susan Kelly, Egenis, Exeter University
Chair: Professor John Dupré, Egenis, Exeter University
11.30-11.45 Break for room change
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Syndicate Room D
Beyond nature v
nurture:
legacy

Led by Cesagen

Dar

Syndicate Room A
New technologies for
non-invasive prenatal
testing: Connecting
science with policy
Led by Egenis

Syndicate Room B
New research on the
Human Fertilisation and
Embryology Act 2008

Led by the Genomics Polic;
Research Forum

Syndicate Room C
The role of regional
innovation policy in the
knowledge -based bio-
economy

Led by Innogen

13:15-14.15

Lunch & Marble Hall

16.00-16.30 Refreshments & Marble Hall
16.30-17.30 Keynote Lecture
Speaker: Professor Sir Martin Evans, Cardiff University
Stem celld why is there any problem?
Discussant: Dr. Christine Hauskeller, Egenis, Exeter University
Chair: Professor David Wield, Innogen, The University of Edinburgh
19.30-22.30 Conference Dinner d Assembly Hall

After dinner speaker: JPR Williams
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Friday 9th Oct 2009

9.00-10.00

PARALLEL SESSION 4

Assembly Room
Parallel Session 4A

Chair: Katie Featherstone

Syndicate Room A
Parallel Session 4B

Chair: Susan Kelly

Syndicate Room B
Parallel Session 4C

Chair: Minakshi Bhardwaj

Syndicate Room C
Parallel Session 4D
Changing modes of
communication? The
negotiation of meanings at
the science-media interface
Chair: Peter Weingart

Roel Nahuis and Dirk
Stemerding
Genomics as a new
innovation regime

Ann N. Kingiri

Can scientists do things
differently? The case of
biotechnology regulatory
practice

Aviad Raz

Between uptake, informed
consent, and informed
choice: Measuring
'successful' implementation
of genetic screening in the
community

Joan Haran

Pressure groups, Luddites
and moralists: On the
6hijackingo
consultation in the hybrid
embryo case

Cath erine Lyall

The invisible made visible:
The role of evaluation in
informing processes of
knowledge exchange

Sabina Leonelli
Issue-based scientific
governance

Mauro Turrini

Risk in action: The multiple
meanings of the risk
threshold in prenatal
diagnosis among scientific
debate, clinical practice and
society

Martina Franzen

The nature of
breakthroughs: Stem cell
research between media
attention and scientific
progress

Bernhard Wieser
Making policies with
numbers

Bram De Jonge

Sharing the benefits of plant
genetic resources,
traditional knowledge and
intellectual property rights:
What is fair and equitable
benefit-sharing

Pierre -Olivier Methot
What can Darwin teach us
about medicine?

Simone Rédder
Visibility assessment:
Strategies in the
presentation of science in
the public sphere

10:00 ¢ 10:30

Refreshments & Marble Hall

10.30-12.00

PARALLEL SESSION 5

Assembly Room
Parallel Session 5A

Chair: Richard Tutton

Syndicate Room A
Parallel Session 5B

Chair: Sarah Parry

Syndicate Room B
Parallel Session 5C

Chair: Choon Key Chekal

Syndicate Room C
Parallel Session 5D

Chair: Ann Bruce

Richard Milne

Placed expectations: The
imagined geographies of
biopharming's future

Barry Saferstein and
Srikant Sarangi

Mediated genomic knowledge
and public understanding of
genetic inheritance

Julie Kent

Circuits of exchange:
Mapping the use of
human fetal tissue in the
life sciences

Hub Zwart

Mapping or transforming
nature? The human genome
and the genome of nature,
or: the Lewis and Clark
map in reverse

ESRC Genomics Network Conference

Page 8




Meggie Pijnappel
Toxicogenomics: hype or
revolution?

Catherine Lyall

The limits to governance.
The challenge of policy-
making for the new life
sciences

Shashank Shekhar
Tiwari

Unf ol ding t
commercialization of
cord blood banking in
India

Tom Idema

An ethical scenario for
(ELSA) genomics: Ethics of
control and difference in
Gr e g Rienaerfidiicn

Shawn H. E. Harmon
Measuring arguments

around genomic innovation:

Stem cell research and
argument typologies

Maud Radstake
The relevance of ELSA: a
pragmatist approach

William Le eming
Modelling biomedical
ontologies in the genomic
era

Jan van Baren
Bioinformatics and changing
meanings of ‘human’

Steve Hughes and Matt
Hodges

Re-measuring apomixis:
The role of public-private
partnerships in the
transition to the molecular
paradigm in apomixis
research

Richard Watermeyer

The genomic gallery: Space of
dissidence, discovery and
deliberation

Jyotsna Agnihotri
Gupta

Active citizenship:
investigating hope and
accountability in umbilical
cord blood banking in
India

Robert Meunier
Measuring the phenotype

12.00-12.15

Break for room change

12.15613.30

Keynote Lecture

Speaker: Professor Huanming Yang, Beijing Genomics Institute

Discussant: Professor Brian Wynne, Cesagen, Lancaster University
Chair: Professor Steve Yearley, ESRC Genomics Forum, The University of Edinburgh

Conference Close
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Conference Events Wednesday 7 and Thursday 8 October

EGN Publication R eception - Wednesday 7 October

Cesagen will be launching its latest publication in the Genetics and Society Series,
published by Routledge. The Handbook of Genetics and Sasietyauthoritative collection
which offers a discussion of the social, political, ethical and economic consequences and
implications of the new bio-sciences. Published in July of this year, the Handbook provides
an overview of contemporary genetics and society and a comprehensive mapping of this
complex field. The book will be on sale at the launch.

We will also be re-launching the online journal Genomics, Society and Policy
(http://lwww.gspjournal.com), which provides an outlet for interdisciplinary research on

the social, ethical and legal aspects of genomics and related emergent technologies such as
nanotechnology and stem cell research. It is an initiative of Cesagen and the Dutch Centre

for Society and Genomics.

Other recently published books from authors within the EGN will be showcased at this
reception.

Conference d inner - Thursday 8 October
After dinner speaker: JPR Williams , FRCS, MBE

Destined for sporting greatness, JPR Williams showed initial promise
as a tennis player, beating David Lloyd at the age of seventeen to win
Junior Wimbledon, but in 1968 decided to abandon any plan of
becoming a professional tennis player in order to combine a medical
career with amateur rugby.

In 1968, Williams was selected for the Welsh rugby tour of Argentina, and this marked
the beginning of his rugby adventure. He gained his first cap for Wales in 1969, aged 19.
He went on to earn 55 caps for Wales and 8 for the British Lions.

JPR Williams was a key player in the Welsh side between 1969 and 1981, winning the
Grand Slams in 1971, 1976, and 1978, 6 Triple Crowns and 6 Five Nations
Championships. Williams is remembered for his playing skill against England; in 10 tests
between Wales and England he scored five tries and was never on the losing side. As a
British Lion, he was a member of the team which won the 1971 series against New
Zealand and the 1974 series against South Africa. Williams retired from international
rugby union in 1981 and continued his career as an orthopaedic surgeon. However, his
love of rugby was so strong that he was unable to tear himself away from the game, and
played amateur rugby well into his fifties with Tondu, the Welsh junior side. Renowned
for his power and bravery on the pitch, JPR Williams is a hero to the Welsh and a
respected icon of the rugby world.

JPR Williams has recently been involved in promoting participation in the Welsh arm of
the UK Biobank project.

ESRC Genomics Network Conference  Page 10



Keynote Lecture
Keynote 1 8 Wednesday, 7 October 2009

Professor Joan Fujimura
University of Wisconsin -Madison

Joan H. Fujimura is Professor of Sociology and former director of the

Holtz Center for Science and Technology Studies at the University of
Wisconsin-Madison. Fujimura has written on the sociology and history

of genetics, molecular biology, biotechnology, biomedicine, and HIV-AIDS

research. Her recent publications include articles on developments in

systems biology i n 0 Po st ge MewnGenetick anduSomesyl, &, and

oCal culating Life? A Soci ol oguropeah MoRaulars p e
Biology Organization EMBO Repautgist 2009, co-authored); on sex/gender politics in

0Sex Gsgnsgg,l 6 32 on the commercializati
Science and Busi ness &éiencaal. 318 (2008 coAuthoreds t r y
on race, genomics, and medicineind Ra c e, Genetics and Diseas
Matte r s of Co Sccial Gtucen of Scied#d (2008, co-aut hored) and
ver sus ancestry: Operationalizing popul
What 6s t he(in presg co-authoreR)a m addition to her current projects on

studies of human genetic variation and systems biology, she is also studying the
interactions between science and race theory, expertise and authority in the sciences,
interdisciplinarity in the sciences, the development of fields analyses in science studies and

in sociology, and Japanese genomics within the context of postcolonial studies of science.

Genome geography: Mapping and measuring differenceS in biomedical genomics

Social scientists often read the politics of race and ethnicity into scientific projects by
examining the aspects of the science that are transparent to social theories. This paper
presents findings from our ethnographic r
variation, focusing on genome-wide association studies (GWAS) of common complex

disease in various populations. Through a close examination of the scientific and technical

work involved in these studies, we discuss whether, how, and when race and ethnicity are

or are not involved in these sciences. Like all good STS, we assume that the technical is

also socially produced, but there are many different kinds of socio-technical productions.

We discuss efforts by GWAS researchers to avoid using notions of race and ethnicity in

their research. Through our study of the use of technologies, infrastructural DNA
collection projects and databases (e.g. HapMap) by GWAS researchers at three different
sites, we examine their efforts to 0adj us:c
calculations of SNP marker similarity. We discuss the definitions and uses of ancestry in

terms of the technologies employed to assay and measure it in genetic material, and in
terms of conceptual wunderstandings and as
discipline of population genetics.

We discuss the politics of reading, noting that some scientists as well as members of the
media and the public read ancestry as race. The blurring of these two highly complex and
contingent concepts raises the question of whether it is possible to manage such readings.
We discuss potential efforts.
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Keynote Lecture
Keynote 2 d Wednesday, 7 October 2009

Professor Doug Turnbull

Professor of Neurology, Newcastle University

NCG Service for Rare Mitochondrial Disorders of Adults and
Children

Doug Turnbull is Professor of Neurology, Newcastle University and
Honorary Consultant Neurologist, Newcastle upon Tyne Hospitals
NHS Foundation Trust. He is the Lead for the National Commissioning
Group Service for Rare Mitochondrial Disorders of Children and Adults which provides a
multidisciplinary tertiary service for patients with mitochondrial disease.

Professor Turnbull has a long standing interest in both clinical and basic science research
aspects of mitochondrial disease. Clinical research involves developing clinical rating scales
and quality of life scales for patients with mitochondrial disease, as well as trials of
exercise therapy. His more basic research involves understanding the mechanism of
neurological and other clinical features as well as developing methods to prevent
transmission of these diseases

Mitochondrial genetics - inheritance and disease

Mitochondria are unique intracellular organelles which are predominantly involved in the
generation of ATP. Mitochondria contain the only extranuclear DNA present in
mammalian cells. The mitochondrial genome is present in multiple copies in all cells and is
purely maternally inherited.

Mitochondrial DNA disease is being increasingly recognized and may present with a wide
variety of symptoms with illness ranging from a devastating illness in early childhood to a
mild disturbance of eye movement later in life.

The genetic defect in these patients is either a point mutation or deletion. Most
mitochondrial defects are heteroplasmic, with a mixture of both wild-type and mutated
mitochondrial DNA present in different tissues. The severity of the phenotype is usually
related to this ratio of mutated to wild-type mtDNA.

Mitochondrial DNA is purely maternally inherited and providing counselling for women
with these mutations is complicated. Mitochondrial DNA goes through a bottleneck in
early development and a woman with a heteroplasmic mutation may have children with
widely different levels of mutation. New techniques are being considered to help prevent
transmission of mitochondrial DNA mutations.
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Keynote Lecture
Keynote 3 d Thursday , 8 October 2009

Dr Paul Martin
Institute for Science and Society, University of N ottingham

Paul Martin is Reader in Science and Technology Studies and Deputy
‘ Director of the Institute for Science and Society, University of
/4 Nottingham. He has two main areas of research interest - the ethical,

legal and social issues associated with emerging medical biotechnologies,
and the commercialisation of biotechnology and expectation dynamics in medical
innovation. He is currently a member of the editorial boards of Sociology of Health and
lliness and New Genetics and Society. He has also advised the European Parliament, the
Conseil d'Analyse Economique (part of the French Prime Minister's Office) and the
Department of Trade and Industry. In 2006 he published a major report on the
development of genomic medicine for the Royal Pharmaceutical Society and in 2008 co-
authored a review of the ELSIs surrounding synthetic biology for the BBSRC. He is
currently working on the expectations surrounding personalised medicine and the
development of contemporary neuroscience.

The future is personal: visions of personalised medicine, genomics and the
reshaping of healthcare

There is a growing policy consensus in the UK and US that the future of healthcare will
be built around the personalisation of services, diagnosis and treatment. In this vision the
biological characteristics of each patient will be determined using genomics and molecular
Obi omarkersdo and this wild.l guide tail
of major public policy initiatives have been motivated by the idea of personalising
healthcare, including the implementation of electronic patient records and major research
funding programmes, such as UK Biobank. The commercial development of
pharmacogenomics and the rise of personal genomics companies offering direct-to-
consumer genetic profiling also embody this commitment to personalised medicine. In
addition to novel technologies and services, this new vision of healthcare rests on
changing the relationship between consumers, medicine and the state, with patients being
empowered with new health information and a reduction in professional and government
control over their use of medical services. This paper is based on initial research looking
at the construction of futures based on the idea of personalised medicine that are being
articulated in official policy documents and by leading advocates. In particular, it will
explore the co-construction of expectations, new forms of knowledge production and the
reshaping of healthcare. It will be argued that this vision rests on key assumptions about
the causation of disease, the power of genomic technology and the behaviour of patients.
Each of these may prove to be a major obstacle in the translation of this vision into
reality.
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Keynote Lecture
Keynote 4 d Thursday , 8 October 2009

Professor Sir Martin Evans FRS
Director of the School of Biosciences and Professor  of
Mammalian Genetics

Professor Sir Martin Evans, winner of the 2007 Nobel Prize for Medicine
and named by The Independeats one of O0Ten Briton:
our world. o

In 1963, he gained his BA in Biochemistry from Christ College, University of Cambridge.
He received an MA in 1966 and a DSc in 1996. In 1969 he was awarded a PhD degree
from University College, London. After graduating from Cambridge, he studied the
genetic control of vertebrate development. During his PhD research he explored the use
of cultures of mouse teratocarcinoma stem cells in tissue culture systems. He later
returned to Cambridge in 1981.

Hecame to Cardiff Universityds School of
demonstration of gene therapy to cure the deficit in Cystic Fibrosis in a whole animal.

He has published more than 120 scientific papers and received numerous awards. In 2001
he was awarded the prestigious Albert Lasker Award for Basic Medical Research in the
US. In 2002 he was awarded an honorary doctorate from Mount Sinai School of Medicine,
New York. In 2009, Sir Martin was awarded the Copley Medal joining a list of previous
winners including Albert Einstein. Sir Martin is also a member of the Wales Gene Park.

Professor Sir Martin was knighted in 2004 for his services to medical science.

Mo s t recently he has been awarded one o
achievement - the Copley Medal - by the Royal Society. Sir Martin joins an eminent list of

previous recipients including Albert Einstein, Charles Darwin, Michael Faraday and

Stephen Hawking.

Stem cellsd why is there any problem?

The whole of the multicellular organism develops from a fertilised egg by a process of
progressive cellular specialisation, usually accompanied by restriction of the potential fate
of the cell lineage. At various stages there are self regenerating populations of cells - stem
cells. These typically have a restricted differentiation ability but such cells from a very
early embryo must clearly have a very wide potentiality. It is not necessarily self-evident
that such a potential cells may be isolated but it has been shown first in mice and
subsequently in a number of other mammals including man that such Embryonic Stem
Cells can be grown in tissue culture and retain their capacity for differentiation into all
other types of cell. They are a great utility in the mouse for experimental mammalian
genetics and the advent of human embryonic stem cells has opened up ideas for using
them as an universal source of therapeutic cells for regenerative medicine.
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Keynote Lecture
Keynote 5 9 Friday, 9 October 2009

Professor Huanming Yang
Beijing Genomics Institute

Dr. Yang earned his Ph.D. in Medical Genetics from University of
Copenhagen, Denmark, in 1988, and received his postdoctoral trainings
afterwards at CIML, Marseilles, France (198881990), then Harvard
Medical School (199001991) and UCLA (199161994), USA. As
Coordinator-in-China of the International Human Genome Sequencing Consortium and
the International HapMap Consortium, Dr. Yang and his collaborators in China made a
significant contribution to the finishing sequence and HapMap of the human genome. BGI
and its collaborators also produced a draft sequence of the rice genome (Oryza sativa L.
ssp. indica) in 2002, a genetic variation map of the chicken genome in 2004, as well as a
draft sequence of the domesticated silkworm (Bombyx mori). They also sequenced and
analysed many microorganisms in the | ast
2007. BGI now has becomes one of the major genomics centers in the world with
campuses in Beijing, Hangzhou, Shenzhen and Tibet, China. BGI is also one of the major
member groups contributing to the International 1000 Genomes Project. Dr. Yang and his
team have received many awards and honours, including Research Leader of the Year by
Scientific American in 2002, and Award in Biology by the Third World Academy of
Sciences in 2006. He was elected as a foreign member of EMBO in 2006, and an
Academician of Chinese Academy of Sciences in 2007.
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Workshops Thursday 8 October 11.45 ¢ 13.15

Beyond nature v nurture
Convenor: Jane Miller, Cesagen

This workshop addresses the following questionsa bout o Darwi nsdo |

1 What does it stand for today?

9 To what ends has it been used as a justification?

1 In what ways has it been manipulated?

9 Where is nature v nurture after Darwin in the context of genetics/ genomics?

This workshop involves an exhibition and the opportunity to explore these questions with
the participants, short presentations from the participants and a panel discussion.

Participants :

Dr Michael Arribas -Ayllon, Cesagen Research Fellow, Cardiff University

Phil osophers would argue that naturel/
in the language of scientists, notably geneticists. This is a convincing and interesting
argument. However, inre-e x ami ni ng Darwinds | egacy
consider not so much whether this distinction is true or false, but how it operates and
functi ons. ©6What does it do?d and 06Who
this presentation, | give a brief visual and textual history, tracing the rhetoric of
nature/nurture distinction from Darwin to the present.

Dr Mairi Levitt, Department of Philosophy, Furness College, Lancaster

Work on genes and crime has focussed particularly on violent and antisocial behaviour in
children and young people. In behavioural genetics it is now standard practice to talk
about gene-environment interaction and to declare that the nature/nurture debate is
redundant. Rather, nature and nurture affect behaviour through complex and not yet fully
understood interactions. In practice the debate continues, as does the behaviour. This
session looks at the policy-making implications of genetic research in this area drawing on
the views of professionals who deal with problem families and criminals.

Professor Steve Hughes, Egenis Co -director, University of Exeter
This work will examine the collaborations of artists and naturalists, highlighting the
contributions of Darwin and the art:i

egac

nurt

does

sts

Conrad Martens. It wi || contain exampl es

sketchbooks and paintings.
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Workshops - Thursday 8 October 11.45 8 13.15

Roundtable working session on non -invasive prenatal genetic diagnostic
technologies: Clinical and social futures

Convenors: Dr Susan Kelly and Dr Hannah Farrimond,  Egenis

A new range of technologies are under development or in limited use for the early and
non-invasive prenatal diagnosis of certain genetic conditions. Currently, tests are available
for fetal sex for sex-linked disorders and blood group determination. Non-invasive, early
tests for aneuploidies such as Down Syndrome are in research stages and expected to be
available for clinical use within a few years. Further and more extensive tests are under
development, with the possibility of testing for whole fetal genomes in the future.
Emerging technologies utilize a variety of instrumental platforms, and there continues to
be considerable industry interest in antenatal diagnostic applications. Avoiding the physical
risk to pregnancies associated with current invasive testing, non-invasive prenatal
diagnostic procedures point to mass-scale introduction affecting the majority of pregnant
women and their partners, across a range of clinical, cultural, and regulatory settings.
These and related issues are being examined by those engaged with the science and
technologies of NIPD, and raise significant policy questions.

The purpose of this workshop is to bring together clinicians, social scientists, ethicists, and
others to engage in discussion of key issues raised by these developments, particularly
those of clinical introduction and regulation. Following an introduction and brief
presentations from each of the panel members, we will kick off by addressing the
following question: will the clinical introduction of non-invasive prenatal testing lead to the
re-examination of the ethical and social basis of prenatal testing by society and policy-
makers, and should it?

Speakers:

Dr. Susan E. Kelly, Senior Research Fellow, Egenis, University of Exeter
(moderator) (currently conducting research on societal discourses regarding prenatal
genetic testing)

Dr. Adam Bostanci , Lecturer (Social Science), Hughes Hall Centre for Biomedical
Science in Society, University of Cambridge (currently examining the European regulatory
context for prenatal genetic testing)

Dr. Annie Proctor , Clinical Director and Consultant Clinical Geneticist, All Wales
Medical Genetics Service (clinical implications of introduction of this technology)

Dr. Ainsley Newson , Senior Lecturer in Biomedical Ethics, Centre for Ethics in
Medicine, University of Bristol (recently concluded the SAFE Ethics Project on non-
invasive prenatal diagnosis, and currently working on the RAPID project, funded by the
National Institute for Health Research)
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Workshops -Thursday 8 October 11.45 -13.15

New research on the Hum an Fertilisation and Embryology Act 2008
Convenor : Dr. Christine Knight, ESRC Genomics Policy and Research Forum

This workshop will present research on the Human Fertilisation and Embryology Act
2008 from current PhD students and recent graduates. The majority of the HFE Act
comes into force in October 2009, and this workshop will be of interest to regulators and
policymakers, scientists and clinicians, social scientists and the media.

Speakers:

John Gillott, 'Hype, hybrids and the re -construction of g overnance of embryo
research in the UK’

John is a PhD student with Innogen at The Open University, where his research is titled:
"The changing governance of science? A critical inquiry into the contemporary politics and
governance of research as explored through the human tissue and embryo cases in the
UK." John worked most recently as Policy Officer at the Genetic Interest Group.

Dr. Natasha Hammond -Browning, 'The HFE Act 2008 - implications for
human embryonic stem cell research'’

Dr Natasha Hammond-Browning is Graduate Teaching Assistant at Cardiff Law School,
and was recently awarded her PhD on 'Legal and moral aspects of human embryonic stem
cell research’. Natasha's research interests include stem cells, cloning, human fertilisation
and embryology, hybrid embryos and bioethics; she has written extensively in these areas.

Malcolm Smith, "The welfare principle in the context of pre -implantation
tissue-typing: a harm based approach?’

Malcolm will shortly submit his PhD thesis, undertaken at Queensland University of
Technology, Australia, examining regulatory aspects of IVF within Australia and the UK for
the creation of 'saviour siblings'. Malcolm is currently employed within the Legal Services
Department at Imperial College Healthcare NHS Trust.
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W orkshops Thursday 8 October 11.45 - 13.15

The role of regional innovation policy in the knowledge -based bio-economy
Convenor: Innogen

This session aims at discussing the role of regional policies in promoting growth and
competitiveness through investing in Knowledge-Based Bio-Economy. The so called
Knowledge-Based Bio-Economy is based on processes that intersect with the use of
cellular and molecular processes to develop new technologies and products, with the
potential to disrupt the organisation of various sectors/industries and raise expectations
for economic growth in many locations. This is especially true at a regional level. Indeed,
the region is increasingly considered to be the focus of innovation policy because of the
system-dynamics and intense externalities that can materialise at a local level. The focus is
on the following questions:

1 What models does regional policy rely on?
9 What kind of narratives shape policy plans and strategies at a regional level?
9 What results have so far been achieved?

Speakers:

Dr Alessandro Rosiello: Alessandro's current research at Innogen, on innovation
processes in genomics-related industry sectors, is employing an interdisciplinary approach
to improve understanding of the complex and dynamic ways in which public policy can
directly and indirectly.

Dr. Theo Papaioannou: Theo's work is in the areas of public policy and political theory
with a specific focus on governance of innovation and development. His current research
interests include: democratic governance of life sciences innovation, genomics and social
justice, theories of politics and international development; the relationship between the
public and the private in new technologies; innovation systems and development;
intellectual property rights; policy benchmarking.

Dr Joe (Yossi) Leibovitz: The Scottish Government - Innovation & Industries Division
Joe works for the Scottish Government's Innovation and Industries Division, where he is
supporting the development of policy for the life sciences in Scotland. Previous to his job
as a civil servant Joe was an academic at the universities of Toronto, Glasgow and
Edinburgh. Trained as a geographer, Joe's research focus was on the spatial manifestations
of innovation networks and their governance, and on urban economic development.
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Policy Engagement Plenary Session Thursday 8, 14.15 § 16.00

Genomics: Translation into public health policy

Organised in collaboration with the Society for Genomics Policy and Population Health
(SGPPH)

The aim of this session is to provide an opportunity for speakers and conference
participants to engage in dialogue around public health implications of genomic medicine
for common complex disease.

The session will involve short talks from experts in the field, highlighting the main issues
and policy challenges to encourage debate and discussion amongst participants.

These discussions are timely and relevant, especially in light of the recent publication of
the House of Lords report on Genomic Medicine, which states: dlf our recommendations
are taken forward, we believe that the UK will benefit in terms both of wealth generation
and of improved health of the popul at
Consideration of different aspects of genomics medicine, particularly those relating to the
translation of knowledge into practice highlights challenges to all those concerned with
developments in this area of science and technology.

Chair: Dr. Layla Jadar, President of the Society for Genomics Policy and
Population Health

Speakers:
Dr. Tony Jewell, Chief Medical Officer for Wales

Dr. Tony Jewell took up the post of CMO Wales in April 2006. Prior to this he was
Clinical Director and Director of Public Health for Norfolk, Suffolk and Cambridgeshire
Strategic Health Authority.

After qualifying in medicine in 1975 he undertook vocational training to become a GP in
inner city London. During his time in East London he served on Tower Hamlets Health
Authority for six years and was a GP in a group practice for 10 years. He moved to
Cambridge in 1990 and trained in public health to become Director of Public Health for
Peterborough, then Cambridgeshire and in 2002 to the Strategic Health Authority.

His professional public health interests are reducing health inequalities, preventing

accidents and injuries and primary care. As a former Director of Public Health he has had
experience in emergency planning and response.

Dr. Berwyn Clarke, Chief Scientific & Development Officer, Lab21 Ltd
Dr. Berwyn Clarke was the founder and CEO of Oneida TheraDiagnostics Ltd and has

been involved in the pharmaceutical industry for the past 24 years. Dr. Clarke was Global
Director of the hepatitis C virus therapeutic area at GlaxoWellcome between 1990 and
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2000 and had previously held management positions within Wellcome Biotechnology and
the Wellcome Foundation. In 2000 he moved into the molecular diagnostic industry with
Virco UK and, following a series of M&A activities was promoted to Vice President for
Research at Visible Genetics Inc. (VGI) a pioneering company in the use of molecular
diagnostics for viral and cancer disease management. In 2002 VGI was acquired by Bayer
Diagnostics and he became European Director for Scientific Affairs, a role he pursued
until his decision to launch Oneida in May 2003. He has been significantly involved in a
wide-range of corporate activities and, while proceeding with the successful search for VC
investment in Oneida, pursued a number of consultancy projects for both the government
and the biotech sector. He also completed a 6-month appointment as interim CEO of
Replizyme Ltd., a York based company prior to the integration of Oneida into Lab21 Ltd.
As a co-founder of Lab21 Dr Clarke is currently Chief Scientific Officer with additional
responsibility for Business Development.

Alison Hall, Project Manager (Law and Policy), Foundation for Genomics an d
Population Health

Alison Hall is a Project Manager specialising in law and genetics at the PHG Foundation
(formerly the Public Health Genetics Unit and Cambridge Genetics Knowledge Park). The
Foundation is an independent UK based charity which has the aim of promoting
responsible and evidence based advances (particularly in genetics and genomics) in
biomedical science into better human health. Through a sustained programme of work
over 12 years, the Foundation has helped to demonstrate that systemic public health
action founded on an understanding of genetic, cell and molecular biology can help to
transform the delivery of health care and inform the development of public policy.
Although Alison's principal research interest is in the regulation of human tissue and data,
current projects range from broad reaching regulatory issues (such as the regulation of
diagnostic tests including those accessible on a direct to consumer basis) to ethical legal
and social issues arising from new technologies (including cell free-fetal nucleic acid
technologies), and issues arising from data and tissue sharing in the context of inherited
cardiac conditions.

ESRC Genomics Network Conference  Page 21



Abstracts fo r Oral Presentations
Parallel Session 1A: We dnesday 7,11:30 ¢ 13:00

Author/s: Adam Hedgecoe

Institute: Cesagen, Cardiff University

Title: Professionals, patients and personal genomics: Alzheimer's disease as a
case study

One problem with social science debates about the rise of personal genomics - the
services offered by 23andme and other such companies - is that we have very little
empirical information about how different groups deal with the kind of information
provided by these tests. One solution is to use examples and research from earlier
debates around genetic testing to tease out some of problems (and non-problems) that
occur when people try and engage with susceptibility genetic testing around complex
conditions. This paper draws on one particular case study - Alzheimer's disease and the
APOE4 test - to explore how professional groups respond to such testing and, in turn,
how patients might react.

Author/s: Richard Elliott

Institute; EPSRC Postgraduate Research Student, Institute for Science
and Society, University of Nottingham

Title: Regenerative medicine: Cultural framing and public perceptions

Regenerative medicine offers a potential solution to the increased morbidity among older
and unhealthier Western populations in which degenerative diseases are widespread and
the demand for transplantable organs cannot be met with the limited supplies available.
However, despite its promise, stem cell research has yet to translate into regenerative
medicine products outside established markets and there are a number of significant
barriers limiting the sales and clinical uptake of cell therapies.

The management of public expectations is one such barrier and has proven fundamental
to the legitimisation, social acceptance and marketability of biomedical technologies in the
past. Opinion polls reveal a level of public support for stem cell research, yet the social
acceptability of cell therapies and public attitudes toward the diverse range of
regenerative medicine products currently in development remain uncertain.

Drawing on a series of focus groups with members of patient support groups and other
social networks, this paper examines public attitudes and expectations of adult, foetal and
embryonic regenerative therapies and explores how their visions of the future relate to
contemporary knowledge and practice. The interaction of personal predispositions, social
experiences and media frames in the co-production of public attitudes are discussed and
the potential for public disillusionment with hyperbolic expectations is considered. The
paper concludes with a discussion of the performative power that public expectations and
cultural frames have for enrolling support, legitimating activities and building 'negotiation
spaces' around the regenerative medicine industry and reflects on the need for scientific
future-colonising practices to manage promissory horizons.
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Author/s: Jennifer Roddis
Institution: School of Health and Social Care, Bournemouth University
Title: Lay meanings of the genetics of thrombophilia

Hereditary thrombophilia is a condition in which an individual is predisposed to
thrombophilia as a result of one of a number of mutated genes involved in the blood
coagulation cascade. This PhD study is exploring the way in which meanings of
thrombophilia genetics are produced from the lay point of view. It is also investigating
where people gain information from in order to arrive at these meanings, particularly
looking at the medium of the internet. Recorded interviews are carried out with members
of families affected by hereditary thrombophilia, and transcribed and analysed using a
constructivist grounded theory approach. A grounded theory approach enables the
production of a theory around perspectives, beliefs and understandings of thrombophilia
genetics. A constructivist approach in particular is being used in order to also investigate
how participants construct meaning in relation to genetic concepts. Early interviews have

explored participantso f eairi diagnosis hands where y

information has been gained about thrombophilia genetics; later interviews will use
theoretical sampling to investigate further those aspects of particular interest to this
study. Findings from the study so far will be presented, together with an outline of the
emerging theory and potential implications this study may have for practice.

Author/s: Daniele Carrieri
Institution: Egenis, Exeter University
Title: Perceptions of and experiences with NF1

This is a sociological study of the impact of genetic knowledge on experiences and
understandings of Neurofibromatosis Type 1 (NF1). NF1 is one of the most common
inherited disorders in humans with a very high spontaneous mutation rate (30-50%). It is
an unpredictable progressive syndrome, which causes extreme physical and cognitive
variability, even within families and even in the same affected individual at different times
in life. For these reasons NF1 is a very challenging condition from a medico-sociological
perspective. The key research questions are:
1 How do genetic knowledge and technologies influence the lived experiences and
family meanings of NF1, its health related practices and its social relations and values?
1 In what ways do narratives and meanings of NF1 of individuals with the condition
reflect or differ from those of family members?
1 What role do clinical experiences play in individual and family network experiences
and understandings of NF1?

Participants include NF1 individuals, their families and professionals who encounter NF1
(such as medical staff, genetic consultants, NF1 advisors). A mixed methodological
approach is employed, including qualitative interviews and follow-up. This study will
contribute theoretically to the academic literature on the construction of genetic
disorders, the re-biologisation of disability, lay understandings of risk, genetics and
heritability and attitudes towards genetic technologies. The policy relevance of this
research is high, and recommendations will be made for clinical practice for this, and
other monogenic conditions within the NHS. The initial results/ideas of this work-in
progress will be presented.
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Parallel Session 1B (continued in 2B): Wednesday 7, 11:30 - 13:00

Panel Session: Institutional bioethics of stem cell res earch: Multiple
voices, loopholes, and discontent
Organised by: Seyoung Hwang an d Margaret Sleeboom -Faulkner

Institutional bioethics plays a crucial rule in the governance of stem cell research. Experience
histories of institutional mafgeof bioethics, however, vary among the countries around the
world. For this reason, views on the bioethical and on the scandalous vary as well. Also, sc
breakthrough often entails social pressure for changes in bioethical regulations. In this re
international guidelines and standards are presumeghtinpertant constituent of quality
assurance of research governance and institutional bioethics in different national and cul
settings, with the aim of creating a degree of confluenceeigulditery structures and
principles that form institutional bioethics. But our concern lies with understanding of instituti
bioethics in terms of ways in which official discourses such as national legislation and the rh
of quality of science @®h are translated into local discourses, therefore addressing friction
and loopholes in the very organising process of bioethics within institutional culture. In this
Omessyd process rooted in the coenpandxi ti
discussion, which in various ways ties stem cell research and other modes of everyda
together. Papers in this panel present ethnographically generated data from different natic
cultural and institutional settings, and try to find tiptemalternative voices and claims by
asking what really matters in each local setting. Our common goal is to develop crit
approaches to institutional bioethics in stem cell research, and in particular:

- To problematise assumptions that underpesgeecof science research legitimation in
official discourses by examining the role of expertise in defining ethical issues and
examining the interfaces between science, ethics and public;

- To improve the understanding of assumptions and values thatidsiitutionalisation of
bioethicsisa-vislocal and global developments; and,

- To contribute research approaches and tools for creating international and interlocal sps
for reflexive bioethics by critically examining concepts such dnilkchpgcigency and
pubic trust beyond official discourse.

Author/s: Molly Morgan
Institution: University of Sussex
Title: Governing the constructs of life: What constitutes good governance?

Today new scientific technologies are pervaded by social values, institutional interests and
cultural norms. This is readily apparent in the field of human embryonic stem cell (hESC)
research, where the building blocks of human life are literally reconstructed for scientific
study and therapeutic advancement. This challenges us to re-examine our approaches to
governance, particularly the way in which decisions about social, ethical and scientific risk
are handled at several institutional levels. However, such conditions of risk and
uncertainty pose considerable problems for rationalistic decision-making, especially when
ethical considerations play a significant role. Recent work in the social sciences has shown
how perceptions of risk, and methods of risk assessment, are subject to various framings,
interpretations and contextual conditions. These can effectively 0
making processes around particular sets of assumptions, while ignoring the alternatives
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associated with others. | will argue that in order to embed robust decision-making
processes for contested biomedical technologies we must explore methods that can
oopen upo6 divergent framings onfplicationssTkis i n
paper will present the empirical results of a study that elicited contrasting perspectives on

the governance of hESC research from sixty stakeholders in the US and the UK. The
method used, Multicriteria Mapping (MCM), is a novel interview technique that allows

one to document the nature and implications of divergent framings in appraisal. The
findngspr ovi de a rich picture (or Omapd) of
associated with each distinct perspective on the governance of hESC research and enable
identification of the variations between perceptions of good governance and current
institutional realities. Thus, this paper illuminates the ways in which wider socio-political
interactions and discourses characterise and influence governance processes in contested
areas of biomedical advancement.

Author/s: Margaret Sleeboom-Faulkner
Institution: University of Sussex
Title: Contested embryonic culture in Japan - public discussion, and human

embryonic stem cell research in an aging welfare society

This paper explores the reasons for the lack of a broad discussion on bioethical regulation
of human embryonic stem cell research (hESR) in Japan and asks why scientists experience
difficulties accessing resources for hESR, despite the acclaimed indifference of dominant
Japanese culture to embryo research. The article shows how various social actors express
their views on the embryo and oocyte donation in terms of dominant Japanese culture,
foiled against what is regarded as Western culture. Second, it shows how the lack of
concern with hESR should be understood in the context of public health policies and
communications, and bioethics decision-making in Japan. Finally, it interprets the meaning
of the embryo in the context of Japan as an aging modern welfare society, explaining how
policy-makers have come to emphasise the urgency of infertility problems over issues
around abortion and embryonic life.

Author/s: Seyoung Hwang
Institution :  University of Sussex
Title: Mindthegap:Ex pert sd vi ews and reflection

research in South Korea

Studies so far interested in analysing the Hwang scandal tended to focus on the slack
governance and cultural reasons that led to the fabrication of scientific research data and
the ethical violation in egg extraction, contributing to understanding of research culture in
Korea wherein ethical issues are hardly discussed. On the other hand, review of a
government-funded stem cell research program (2002-2012) suggests that the institutional
make-up of bioethics has been part of research program itself, if premature. This paper
focuses on the emergence of ethical expertise that participates in the legitimation process
of ethics in stem cell research, by drawing upon ethnographic data including interviews
with experts in Korea. Specifically, it aims to discuss to what extent institutionalising
ethics in research practice not only involves systematic efforts such as standardisation and
harmonisation of ethical rules and guidelines among institutions to ensure effective
research oversight, which is a more explicit goal of institutional bioethics, but also ethics
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as an institution discovers itself as an object of critical reflection by questioning their own
identity and role as policy initiator/implementer, creator of social discourse, or politically-
independent professional group. Questions for inquiry include i) ways in which ethical
issues are identified and become relevant, ii) inter-communication among science, law, and
medical communities, iii) representation of public interest, and so on. The paper then
concludes with some remarks on issues related to capacity-building and reflexive learning
by contemplating them as key constituents of institutional bioethics.

Author/s: Leo Kim
Institution: London School of Economics
Title: After Hwang scandal: The politics of stem cell research and petrifying

national scientific culture in South Korea

Todayds commercializing trend of bi otechr

undermining the academic autonomy and limiting democratic reflection on scientific
practice. Local cultural practices in laboratories can represent the common global
problem, so far as they reproduce an economic logic of competition. The Hwang scandal
in South Korea that highlighted hierarchical culture geared towards the maximization of
labour exploitation and the concentration of resources (including ova) was a mixed
representation of actorsd inter essdmnmic
survival. This study discusses if systemic reflections and changes ever happened after the
Hwang scandal in South Korea. From interviews with various actors including stem cell
researchers, members of bioethics committees, | conclude that the logic of economic
competition is still playing a dominant discursive role in the governance of life science. The
individual researchers find it hard to challenge the cultural hegemony in laboratories that
can induce scientific malpractices and exploitation of junior's labour as well as women's
body.
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Parallel Session 1C: Wednesday 7, 11:30 6 13:00

Panel Session: Implications of Data Sharing Practices in Genomic
Research

The proliferation of genamwide association (GWA) studies has led to the production of vast
amounts of genomic data. Current practice in genomic research is thatosigth watse

made publicly available so that utility of data and resources is maximised, and policies have
adopted by funding bodies and journals to enforce this principle. Whereasharaig data
policies may have beneficial effects on dateantilikpowledge generation, we believe that
there are also some more contentious aspects of current data sharing practices that need t
acknowledged and addressed. These include how incentives and rewards for recognition o
generationare given priacy of participants; the commercialisation of research and the
implications for developing countries. In this panel, we will highlight and discuss these 1
contentious aspects of current data release policies.

This session consists of four short pagerembers of the Working Group on Data Sharing in
Genomics, based at the Ethox Centre, University of Oxford, which is also a Policy Core on
Sharing for the international consoRR@&(Public Population Project in Genomics).

These papers captugignificant issues in data sharing and together provide an overview of th
current situation.

Author/s: Jane Kaye
Institution: Ethox Centre, University of Oxford
Title: Data sharing in genomics d changing scientific practice

The field of genomics is regarded as a leader in terms of the way that data is shared and in
the development of infrastructure resources for sharing of data. Much of this is due to the
policies and funding priorities of funders that have lead to the establishment of data-
generating infrastructure for GWAS, such as the Wellcome Trust Case Control
Consortium, GAIN and dbGaP. These resources are established with the explicit aim of
ensuring the accessibility of GWAS data to as many scientists as possible. However, this
has led to a change in the way that the science is carried out and gives a new twist to
perennial issues in medical research such as informed consent; the recognition and
rewarding of data-generation contributions; and how to govern access to datasets. The
purpose of this paper is to discuss these issues.

Author/s: Naomi Hawkins
Institution: Ethox Centre, University of Oxford
Title: Translating genomic research into clinical applications

The translation of research findings derived from GWAS research into clinical practice is
vital, but ensuring that new developments and insights find their way to the clinic is
challenging. Whilst clinical benefits from genomics research may seem distant, questions
about the ways in which such research can be useful in the treatment of patients and the
prevention of ill health are of key importance, and it is important to consider at an early
stage how to best manage and maximise the translation process. This paper discusses
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ways to enhance the process of translation, and suggests that simple steps taken in the
planning of a project can ease the path of translation of genomic research findings,
resulting in better long-term benefits to health.

Author/s: Catherine Heeney
Institution: Ethox Centre, University of Oxford
Title: Privacy in genomic data

A number of recent events have highlighted the relevance of privacy considerations for

genomic studies. Whereas the risk of direct identification remains limited as of yet, both

indirect identification, and the imputation of an individuals 8 genomi ¢ i nf or
regions that were obscured, challenge the privacy of research participants. This paper

explores the various ways in which the sharing of genomic data challenges privacy
considerations. This can happen through direct identification, but equally through
imputation and profiling of groups.

Author/s: Jantina de Vries
Institution: Ethox Centre, University of Oxford
Title: Equality in data sharing and access

This paper explores data sharing practices with a view of ensuring equal access for
researchers across the world. Increasingly, genomic studies are looking at African
populations to increase understanding of the genetic structure of human populations. Such
an understanding would improve the quality of medical genomic research worldwide. But
whereas such research has the potential to benefit populations around the world, this
paper raises some concern that it may not actually benefit populations in developing
countries. If no attempt is made to ensure that appropriate facilities and capacity is
present for African labs to utilise data, then genomic research may reinforce global health
inequality.
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Parallel Session 1D: Wednesday 7, 11:30 6 13:00

Panel Session: Political economy of genomic and biotechnological
promise
Organised by: Adrian Mackenzie

This panel will explore the economic, social and cultural life of promises in contempol
genomics, biomedicine and biotechnology in a global setting. It will suggest that analys
promise is a key compondngustainable and accountable innovation. The panel will offer a
range of conceptual andsjitecific analysis of contemporary promise.

Author/s: Larry Reynolds
Institute: Cesagen, Lancaster University
Title: Tradeable promises: from relationship to thing

This paper will explore the political economy of promise in the biosciences. To do this it

draws on and develops work from the sociology of technoscientific expectations and

promise (Brown et al 2006; Fortun 2008) and other work exploring the relationships

between capital, promise and the biosciences (Thompson 2005; Sunder Rajan 2006;

Cooper 2008, Helmreich 2009). The paper traces various promissory relationships

between actors ranging from scientists, financiers and funders, bioutique start-ups,
corporations, stock markets, biotic matter, patients, practitioners, publics and others. It

then attempts to theorise how these promissory relationships become reified into
Opromi sed itself, producing somet hinewg t h.
generations of ©6promissory valuebd.

Author/s: Richard Tutton

Institution: Cesagen, Lancaster University

Title: The promise of pessimism: Uncertainty and the risk of failure in
genomics

Imagination, expectation and promise have become central ways in which STS
understands contemporary scientific and technological change, especially in relation to the
life sciences. As opposed to considering speculative claims about the future as ephemeral
or hyperbolic, authors working from the perspective of the sociology of expectations,
argue that they are dynamic processes that create new socio-technical networks by
enrolling various actors and mobilizing required resources. It is also recognized, however,
that every future is predicated on another to be avoided; that, in parallel with positive
promises and hopes of future developments, fears and concerns about future risk are also
significant features of the dynamics of expectations. This paper is concerned with
considering the value of studying pessimism as a co-constitutive element of promise.
Drawing on the work of Mike Fortun, | discuss the SEC filings of publicly-listed companies
operating i n t he genomi cs and O6personal |
companies to project a positive future for their investors, products and consumers, they
are compelled to enunciate a very different future state of affairs that is distinguished by
uncertainty, the anticipation of failure rather than success, and where risk and hazards
rather than promise loom large. As Fortun wryly observes, when discussing the case of
DeCODE Genetics in Iceland, the SEC requirements force such companies to engage in
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O6specul ative genomic pessi mismo. Whil e t
companies from future litigants, the texts produced also provide a commentary on the

dynamics of these sectors of scientific and technological innovation and on what becomes
counted as Oriskad. Sampling the filings
genomi cs ainze dé pmea diomianed sector s, I anal
sections. | conclude with reflecting on the value of pessimism as an analytical and
policymaking tool.

Author/s: Nina Moeller

Institute: Cesagen, Lancaster University

Title: Prospecting's promises; hope and fear in an Amazonian bioprospecting
encounter.

Bioprospecting is a relatively new term for a relatively old endeavour: it refers to the
(usually corporate) development of (usually marketable) products based on research into
and subsequent appropriation of the (commercially useful) properties of biological
resources. The practices and knowledges of indigenous people and traditional farmers are
often enrolled as aid to the research process.

All research and development is by virtue of its future-oriented nature promissory,
capitalising (amongst other things) on the human propensities for hope and fear. In this
paper, | will highlight the particular promises that characterise bioprospecting by tracing
some of the ways in which fear and hope were mobilised during the ProBenefit project
("PROcess-oriented development of a model for equitable BENEFIT-sharing for the use of
biological resources and traditional knowledge in the Amazon Lowlands of Ecuador"), of
which | was a participant observer until its demise in May 2007. ProBenefit, funded by the
Ger man government , promi sed t o be t he
bioprospecting project world-wide, consulting with indigenous organisations at key stages
of its process. | will show how the ultimately fatal frictions that beset the project had
much to do with (perceptions of) unfulfilled promises, and the multiple entanglements of
hope and fear on both sides of the encounter.

Author/s: Michael Arribas-Aylllon, Angus Clarke and Srikant Sarangi
Institute: Cesagen, Cardiff University
Title: Promissory strategies of personalization and scientificity in the

commercialization of genomic knowledge

For various reasons, 2008 has been dimscri
paper, we consider how the field of personal genomics has taken shape amidst the rapidly
falling costs of large-scale DNA sequencing, the mixed results of genome-wide association
studies, and the recent attempts to regulate industry. What underpins the
commercialization of genomic knowledge is the promise of personalization. Intense
competition and regulation have produced diverse positions with different promissory
registers. We examine some of the discursive and rhetorical techniques employed by the
three largest companies & deCODEme, 23andMe and Navigenics 0 to explore how
genomic knowledge is framed on their websites. We found that personalizatioand
scientificityre key strategies through claims of empowerment and prevention are made.
Promising information that will empower prevention can be contrasted with promising
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greater access to personal information. Also the presence and absence of scientific
legitimacy is related to concerns about accuracy and validity on the one side, and fears of
paternalism and elitism on the other. Nevertheless, a common strategy uniting these
different styles of marketing is the blurring of detection of disease and health advice. As
the UK deliberates over issues of regulation, we argue that commercial promises of
personalization assume an additive model of translation which, at best, is partial and
incomplete and, at worst, misleading and inaccurate. Ultimately, the burden of
interpretation lies with the GP and the consumer.
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Parallel Session 2 A: Wednesday 7, 16:00 6 17:30

Author/s: Martha Prevezer
Institution: Queen Mary University of London, School of Business and Management
Title: Patenting and open-source and effects on innovation and research:

Comparison of agricultural and biomedical biotechnology.

This paper is a discussion of the pros and cons of patenting and data protection in
biotechnology. It draws on theoretical work by economists & Nelson (1959 and 2006),

Arrow (1962), Geroski (1995) on the economics of R&D and the patent system. There

have been calls for the protection of open science from increasing IPR protection (David

2004, Eisenberg 2006) and analysis of the effects of the encroaching of patenting into the
university system (Mowery et al 2001).

Thepaper s f ocus is on two sdbipmedichl and aynculturabi ot e
biotech and effects on research and innovation in those areas. It highlights the role of

patenting for biotechnology companies as the signal of growth and success for venture
capitalists where there are few other signs of tangible success.

The central focus of the paper is to look at whether the surge in patenting in
biotechnology has been obstructive of access to enabling tools in the technology. The
paper assembles stories from the agriculture and biomedical sectors. It examines the
division between upstream and downstream research and development, who the players
are, who are the owners of IPR and who the users, and the role of users as contributors
to innovation.

The balance of power between universities, DBFs, large pharma companies and end-users
and the contribution of each to innovation is very differently structured in the biomedical
sector compared with the relationship between the more dominant large vertically
integrated agro-food companies, small seed companies and end-user farmers in
biotechnology and this is likely to affect the potency of patents to obstruct research and
innovation.

Author/s: Ann Bruce, Wendy Marsden* and Robin Williams
Institution: Innogen and *AHRC/SCRIPT, University of Edinburgh
Title: The changing information practices of life science researchers

Technological change and recent public policies for data re-use and access have been
portrayed as transforming the generation and exploitation of life science research.
However change has been uneven and remains poorly understood. This paper reviews
emerging findings from a set of case-studies encompassing eight areas of life science
research across Edinburgh. The studies aim to identify and describe how researchers
locate, evaluate, organize, manage, transform and communicate information as part of
their research process. Research teams are participating by completing ‘Information
Diaries', interviews and focus groups.

These studies were sponsored by the Research Information Network (RIN) to identify
how information-related policy, strategy and practice might be improved to meet the
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needs of researchers in UK tertiary education. More details at: http://www.rin.ac.uk/case-
studies

Though findings are still coming in, what is already clear is that life science research
remains extremely diverse, with striking differences within groups as well as between
groups. Although large-scale data-intensive research collaborations are having a major
impact, most research continues to be undertaken in relatively small groupings.
Researchers are typically involved a wide range of activities - and draw upon an extremely
wide range of information services and tools. However in most cases information sharing
practices (outwith publication) take place through informal processes governed by
reciprocity and interpersonal trust.

Author/s: Michael M. Hopkins, Kathy Liddell, Sibylle Gaisser, Eleni Zika and Dolores
Ibarreta
Institution: SPRU, University of Sussex, Fraunhofer ISI, Germany, University of
Cambridge, IPTS,
Title: The Phantom Menace of 6gened patent

Intellectual property rights are considered an important incentive for innovation as they
facilitate the sharing of new knowledge (from inventions). In return patents reward the
inventor for disclosure of the invention with the right to exclude others from
commercially exploiting the invention for a limited time. Yet patenting has been suggested
to potentially inhibit research and patient access to medical technologies. A particular
case is the proliferation of DNA patents, and the resulting expectation of limited access to
novel treatments and diagnostics (e.g. as a result of high licensing fees). This fear is
supported by cases where patent holders have made broad claims or exert strict
monopoly rights (e.g. Myriad Genetics holds or has licensed several patents on the breast
cancer genes BRCAI and BRCA2). But how widespread are such problems? This talk
outlines the objectives of an EC-funded international study underway to reduce
uncertainty by systematically investigating, for the first time in Europe, possible impacts
from DNA patenting in the field of diagnostics. The talk explores new empirical evidence
from the EU and USA including findings from an EU-wide survey of clinical laboratories
and a series of in-depth case studies to provide insights into why many of the concerns
about gene patenting are either wrong or over stated.

Author/s: Annemiek Nelis and Yrrah Stol

Institute: Centre for Society and Genomics, Radboud University

Title: A wealth of data? Anticipating future uses of genomics data and
information

Computational science and genomics technologies allow for a fast increase in the amount

of genetic dat a t hat is collected, stored and
personal information and life-style information enable the production of new information

about individuals, diseases and identities. This data is stored in both different and distant
locations and 9 since they cover longer periods of time and several generations & address
research questions yet unknown today.
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For some time, it has been argued that the collection, storage and use of genetic data in
different contexts asks for new modes of governance and anticipation. However, it is by
and large unclear how the increasing collection, storage and use of data (even beyond
genomics data) will affect future lives, health and well-being and who or what will be
considered in need of care or protection in the future. What, in other words, should be
anticipated?

Anticipatory governance has been described as the ability of stakeholders and the lay-
public to prepare for the issues that new innovative technologies may present before
those issues are manifest or reified. Anticipatory governance concerns more than mere
stakeholder consultation. This article addresses the question how in the case of biobanks,
anticipatory governance is organized in both public and private settings. How do
(transnational) biobanking organisations, consumers/consumer organizations and patient
groups anticipate the future uses of the wealth of genomics data that is expected to be
generated?
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Parallel Session 2B: Wednesday 7, 16:00 6 17:30

Continuation of Parallel Session 1B, Institutional bioethics of stem cell
research: multiple voices, loopholes, and discontent

Author/s: Choon Key Chekar
Institution: Cesagen, Cardiff University
Title: South Koreanex ¢ e pt i o n dadthsis aneNdtidna and coltural

features explained and ignored

This paper will investigate how various discourses of South Korean-specific national and
cultural features regarding stem cell research were emphasised or ignored by different key
actors in this field. Material will be primarily drawn from interviews that were conducted
in 2005 and 2008 with South Korean policy makers, science journalists and NGO activists
who all have been closely involved in stem cell research. Material from South Korean
media coverage and legislative documents regarding stem cell research as well as
observation of various stakeholder events will also be drawn when it is relevant. By
analysing these materials, this paper will argue that key actors showed a tendency of
emphasising national and cultural differences that they claimed South Korea has no matter
whether they are in favour of or against embryonic stem cell research.

Author/s: Prasanna Kumar Patra and Margaret Sleeboom-Faulkner

Instituions: IIAS, Leiden University and University of Sussex

Title: Bio-networking: Typologies as strategies in patient recruitment 8 the case
ofbexperimental &8 stem cell therapy i

This paper seeks to analyze the different forms, characters and linkages that certain
individual practitioners and many private and public sector tertiary-level hospitals and
healthcare centres in India adopt in promoting and propagating stem cell therapies that

raises questionable medical, technical and ethical issues. In India, irrespective of the
regulatory approval, stem cell therapy is being vigorously promoted and proliferated by

such individual s, hospitals and healthcar
the guise of 0exp e-sitée etheograptacistédy acrbsenmary plagesin A mu
India shows how the recruitment of patients is organised through novel modes of bio-
networking that resonates through local, national and global levels.

We demonstrate three different groupings- public sector, private sector and individual
practitioners that represent different strategies, models and motivations in patient
recruitment as well as in sustaining and spreading the enterprise of stem cell therapy. This
article shows that: (1) private-sector tertiary level hospitals and healthcare centres are
robust in their bio-networking across local and global levels and are more successful in
projecting stem cell therapy in India as a commercial enterprise; (2) public-sector hospitals
are relatively conservative in their strategy and bio-networking, and are projecting stem
cell therapy as a social enterprise; (3) individual practitioners represent adventurous,
ambiguous and blurry characters who are motivated by profit and fame; (4) regulatory
gaps and ambivalence facilitate the growth of such questionable therapeutic practices and
forms of enterprises to thrive.
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Author/s: Achim Rosemann
Institution: University of Sussex
Title: The bioethics function: Legitimacy, power, modalities of problematization

Taiwan and mainland China experience in these days the onset of the first systematized
phase | and Il clinical trials on Spinal Cord Injuries (SCI), using human stem cells. Against
the background that the translation of these trials into safe and reliable medical
treatments shall still take several years (if successful), it is a surprising feature that in
China since 2002 already a number of private hospitals offer commercialized experimental
stem cell therapies for SCI, and a range of other medical disorders. These therapies
operate in the absence of internationally acknowledged safety standards and forms of
scientific validation. In Taiwan, on the other hand, these forms of patient-funded
experimentations with human stem cells are entirely absent. This contrast indicates that
bioethics institutions across the two regions play significantly different roles, engage with
and produce disparate sets of standards and lines of ethical reasoning, that emerge in
relation to diverging interests, political structures and forms of problematization. In this
paper, | intend to illustrate these processes empirically. Through located social studies of
commercialized experimental stem cell therapies on SCI, | shall show how and in relation
to which dynamics bioethical institutions across the two regions attempt to influence
public debate, science policies and clinical practice. To accomplish this purpose | shall
focus on the interrelationship between three layers of bioethics institutions and discourse:
a) as disseminated by international bioethics organizations, b) as produced in national
academic bioethics centres and c¢) as formulated in local review boards and ethics
commissions in hospitals that carry out commercialized experimental therapies.

Author/s: Jean Harrington
Institution: Egenis, University of Exeter
Title: Translational space: the science around stem cell research

Stem cell research has been argued to hold great promise for the future of medical
therapies. However, there is little knowledge of the day to day issues of the translation of
laboratory research into clinical application. This paper presents findings from
ethnographic observation of the science performed around stem cell research and
explores the motivations and attitudes of the professionals working in this field. The
analysis examines the regulatory, disciplinary and ethical tensions that fracture the

i magined 6transl ational pat hwayo anldvillt he
present some of the rhetorical and practical strategies that are employed by differently
positioned partic i pant s in this field and how the ¢

stem cell research are negotiated. Translation is, in a spatial metaphor, a site of on-going
deliberation regarding the interface between scientific knowledge and medical practice, a
locus of strategic professional adaptations on the part of actors involved and a forum of
conflicts and negotiations of expertise. The presentation highlights the need to scrutinize
the practices, networks of interactions and interdisciplinary exchanges that occur through
these processes if one wishes to account for and assess translation as a deficit, as a
concept and as a practice.

ESRC Genomics Network Conference  Page 36



Parallel Session 2C: Wednesday 7, 16:00 6 17:30

Author/s: Ramya Rajagopalan and Joan Fujimura
Institution: University of Wisconsin-Madison, Department of Sociology
Title: Fishind chips: Mi croarrays, markers

biomedical genomics

New developments in genomics technologies have given rise to genome-wide association

studies (GWAS), a high-throughput approach to the study of genetic contributions to
common complex diseases such as diabetes, cardiovascular disease and obesity. One such
technol ogy 1is mi croarrays known as OSNP
development of GWAS. Researchers use these chips to simultaneously analyze 500,000 or

more markers of human genetic variation, known as single nucleotide polymorphisms
(SNPs) and copy number variants (CNVs), [
may be linked to disease. Although hundreds of putative disease-linked SNPs have been
reported to date, their involvement in disease is based on statistical associations and have

not been shown to be causal.

This paper will examine the scientific and social complexities of the construction and use

of microarray technology in GWAS of common complex diseases. We will present our
ethnographic study of the tools, assumptions and considerations from statistics and
population genetics that researchers use to determine which SNPs to genotype and how

to construct SNP chips. We will discuss how SNP markers are selected and used in

GWAS, and the implications of these choices for the study of disease in different
opopul ations. o6 We wil!/| di scuss hoess aktla p ma
where, when, and how different notions of difference are used in GWAS studies.

Although they are interested in searching for genetic contributions, genetic researchers
acknowledge that many environmental factors contribute more significantly to these

complex diseases. Still, GWAS findings have been subject to controversial commercial
applications via the recent rise of direct-to-c onsumer oOper sonal genc
companies like 23andme, deCODEme, and Navigenics, whereby customers can purchase a

genetic readout of their levels of genetic risk for specific conditions. We will briefly

discuss the clinical ramifications of such tests.

Author/s: Jamie Lewis, Jackie Needs and Paul Atkinson*

Institution: Cesagen, Cardiff University and *School of Social Sciences, Cardiff
University

Title : From translational research to transmigrational research

In this paper we deconstruct the idea of translation as a rhetorical concept. From this
position we argue that translation is not just one-directional with a linear movement from
bench to bedside (Lowy 2000), nor even bi-directional (Sartor 2003). Neither is
translation justa rhetorical device used to invoke interest (Wainwright et al. 2006).
Rather, we argue translational research is multi-directional as
research/knowledge/teaching/technologies/therapies are required to be translated
between a myriad of sites. Thus, the potential for translational research and the success of
a clinical trial is dependent upon, among other things, the research collaborations forged
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by the particular laboratory. Accordingly, translational research is the smaller part of

what we call a O6transmigrational approact
report on two separate ethnographic studies performed from either end of the
translational divide - the laboratory and the clinic, and frame our discussion by
concentrating on four further themes: (a) regulation as a barrier to translational research,

(b) the interaction and tension between local and global collaborations, (c) the
relationship with funding agencies and (d) the success of boundary personnel and objects

that traverse multiple sites. Together, we argue, they make up a transmigrational model

for the research into Huntington Disease (HD).

Author/s: Gill Haddow
Institution :  Innogen, University of Edinburgh
Title: The legacy of family: Accounts of recruitment to a large-scale population

genetic data collection

0Generation Scotl and: Scottish Family Hea
of a large-scale population genetic database that aspires to become an identification

vehicle for the discovery of genetic contributions to diseases that affect Scotland e.g.,

cancer, heart disease and mental illness. Family based studies are considered the 6 go | d
standardo6 of such research because they a
that of population stratification and the unknown distribution of alleles across a
population. However, little is known about why families invited to take part in this type

of research do so, especially in the case
and is a healthy volunteer. Drawing upon findings from an interview study with twenty-

three families | discuss how participation is limited by family history affecting the numbers

of family members who carbe recruited and enhanced by gender affecting who will be
recruited. This family orelativityod has
whereby the collection of DNA, lifestyle information and the medical history of
participants will be affected by the social construction of who is considered family and the
negotiation of which family members are the ones that matter.

Author/s: Amy Hinterberger
Institution :  BIOS Centre, London School of Economics
Title: Public health genomics and multicultural politics

Many nations such as India, Mexico, South Africa, the UK and Canada have announced
their own population genomics initiatives in order to explore the relationship between
population variance and disease predisposition, diagnosis and drug response. These
projects seek to harness genomics for public benefit in hopes to develop diagnostics and
therapeutics to address health and disease. Often an integral part of these projects
requiresthemap pi ng and recording of national o1
genomic diversity (and homogeneity) will provide some answers and clues to delivering
the promises of genomics-based biomedicine. This paper explores publicly funded
population genomics projects in Canada with specific attention to how they intersect with

Canadads national policy of multicultural
seeks to create a genetic portrait of the Quebec population and a proposal to include
Aborigi nal communities in Canadads genomics

interviews with Canadian scientists, bioethicists and project managers along with the
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analysis of recruitment documents and communications strategies. Broadly the paper will

arguet hat the national and institutional as
bodies are counted and measured, what value they are attributed, and what resources

they are seen to add towards) is central to understanding and analyzing the new groupings

emerging under the auspices of public health genomics in Canada.

ESRC Genomics Network Conference  Page 39



Parallel Session 2D : Wednesday 7, 16:00 6 17:30

Author /s: Lewis Holloway*, Carol Morris**, David Gibbs*, Ben Gilna*

Institutions: ~ * Department of Geography, University of Hull, ** School of
Geography, University of Nottingham,

Title: Measuring, recording and assessing farmed animals with genetic
techniques and the transformation of livestock breeding

The advent of genetic assessment in the breeding of livestock animals has required
breeders, along with the network of individual and institutional actors who are associated
with livestock breeding, to come to terms with new modes of quantitatively measuring,
recording and assessing the bodies and potentialities of animals. More traditional modes of
knowing livestock, such as through visual appraisal and records of pedigree, have become
entangled with measures of estimated genetic value and with records of the presence or
absence of particular genetic markers.

In this paper, we draw on intensive research with pedigree and commercial beef cattle

and sheep breeders and related actors to examine how the meanings of animal bodies and

the processes of assessing and breeding livestock is shifting, as different kinds of livestock
knowledge-pr acti ce meet and mix. I n some case:
practices are complementary, in others, there are tensions and resistances as different

kinds of knowledge and meaning come into conflict with each other in attempts to
determine which animals to mate with which in order to produce material
transformations in the corporeal nature of livestock populations. The paper explores

some of the consequences of the genetically driven ways of measuring and recording
processes in |ivestock Ipnactcesdar thejy individual and r e e d
collective identities as breeders, for their understandings of and relationships with their

livestock animals, and for their relationships with particular institutional actors which are
promoting increasingly intensified use of genetic techniques in livestock agriculture.

Author/s: Richard Twine
Institution: Cesagen, Lancaster University
Title 'Farm animal genomics: Mobilising sustainable meat as ethicalbi ocapi t al

In this paper | examine the promissory terrain of farm animal genomics focusing upon the
positioning of such sciences through a discourse of sustainability. Farm animal genomics is
not alone amongst contemporary biosciences in this positioning; see for example marine
biotechnology (Helmreich 2007), GM crops and synthetic biology. There is a constant
need to probe any mobilisation of Osustai
I highlight the questioning of promise within animal science sub-fields themselves, and the
cyclical nature of promise and expectation in animal re/production science. Employing

Franklinds concept of 6et hical bi ocapita
stabilize potential threats to the legitimacy of animal production/consumption through its

focus upon the biopolitical apprehensi on
genotypes. Mor eover a discourse of @&sust

mobilisation of molecular breeding technologies in agricultural futures, but one that is
threatened by the O6forecastedd spectre of
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Author/s: Neil Stephens
Institution: Cesagen, Cardiff University
Title: In vitro meat: From bench to breakfast?

In April 2008 the In Vitro Meat Consortium held its first meeting. The consortium

identifies as oO0an international alliance
facilitate the establishment of a large-scale process industry for the production of muscle
ti ssue for human consumptiono. Essenti all

engineering to the production of meat; producing animal flesh in laboratories that has
none but the slightest relationship to living animals and conventional models of animal
rearing. This is a radical and unique intervention within the emerging tissue economies
that are usually orientated towards healthcare and healing.

This paper uses the Sociology of Expectations to unpick the promissory languages used by

In Vitro Meat protagonists as they construct the value of their technology within
specifically nuanced political and economic landscapes. Their efforts target people with
sympathy towards animal welfare and vegetarianism, environmentalism, and health food
nches. While | aboratory scientists are cul
SO at great expense. By aligning income sources and consumers they hope to mobilise

R&D capital to make tissue engineered food a marketable reality. Doing so relies upon the
discursive production of biovalue; turning biological vitality into saleable produce.
Employing a Science and Technology Studies framework | will make explicit the ways that

such alignment activity not only poses considerable challenges to existing global
economies of farming and food producti on
foodstuffs, specieshood and food provenance.

Author/s: Mina Bhardwaj
Institute: Cesagen, Cardiff University
Title: From research to health management: Is nutrigenomics suffering from

burden of proof?

Diet has become one of the most important public health and policy concerns due to
rapid increase in the food and lifestyle related diseases. There is a need to identify the
multiple causes and take cohesive multidisciplinary approaches to address these concerns.
The questions are raised not only on the policy front but also the strength of science, in
particular genomics as nutrition moves towards personalisation. Contradictions are
visible within the scientific community on identifying the accurate risk factors leading to
disease conditions due to diet and lifestyle choices. Science also suffers from the burden
of proof for policy makers to provide evidences and options for public health and clinical
interventions. Debates on inefficient food policies are also regularly reported in the media
and government reports suggest on multi stakeholder approaches, however as science
progresses regulators will not find simple solutions to concur the epidemic at public
health level and clinical applications at personal level. We conducted an expert interview
based study with different stakeholders from science and policy world to explore
contemporary scientific, ethical legal and policy concerns in the nutritional genomics and
to analyse future options for public and personal health. This presentation will discuss
some of the preliminary results from this study, and analyse some views of experts about
developments in nutrigenomics and its involvement in the future of health care.
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Parallel Session 3A: Thursday 8, 09:00 6 10:00

Panel Session: Synthetic biology: Walking the line between engineering
and biology
Organised by: Emma Frow

The papers in this session focus onhist he
approach is the imposition of the engineering principles of standardization, decoupling
abstraction on biology, with the objectiywv
to facilitate the development of new applications. dasi@ we explore the relationships
between bioscience and engineering cultures in the formation of synthetic biology as a disc
Where and how are crassciplinary negotiations taking place, and how are these negotiation
shaping the developmeha research community? Are engineering principles being adapted t
suit particularities of biological systems? Whose visions, practices and standards are |
adopted, and through what mechanisms are agreements reached? And what might be son
the brader consequences of adopting an engineering approach to biology?

Author/s: Peter T. Robbins
Institution: ESRC Innogen Centre, Open University, Milton Keynes.
Title: Reflexive boundaries: The development of the BioBrick approach to

synthetic biology

This paper explores the role of reflexive science and boundary reshaping in explaining the
development of the BioBrick approach to synthetic biology. It emphasises the role of its
founders, who having come from computer engineering, brought a culture of application,
hacking and open source approaches of knowledge development to biology. They also
brought pedagogic innovations developed in silicon chip design to develop a registry of
standardised biological parts, in the form of the iGEM student competition. The paper
draws on STS literature on boundary-work and reflexivity to discuss modes, implications
and dilemmas arising from the reshaping of boundaries, within and between (social)
sciences and engineering, student and teacher, private and public innovation, and the
reflexive positioning of its key actors. In this it makes use of interviews with scientists,
engineers and students and participant-observation at synthetic biology events and raises
guestions about ways new fields are demarcated and nurtured.

Author/s: Adrian Mackenzie

Institution: Cesagen, Lancaster University

Title: Who today designs what? From techniques to meta-technique in synthetic
biology

One of the principal claims of synthetic biology (and in fact, much of biotechnology and
genomic medicine) is that design principles and design practices drawn from engineering
will make innovation happen much faster. This paper explores how design is understood
and practised in synthetic biology. It will pay attention to some of the ways in which
software, models, and biological techniques are re-configured in the process of bringing
design to engineering. Key questions here include how design techniques and practice
deal with temporal and spatial complications, noise, and the sheer abundance of
interactions and relations present in living things. However, depending on where they are
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drawn from, design processes can imply quite different notions of who will do what.
Hence design principles and practices can be seen as an index to social, economic and
technical re-organisation of biotechnology and molecular biology occurring in synthetic
biology. A focus on design techniques, principles and infrastructures allows systematic
and contested changes in modes of biological existence to become more visible.

Author/s: Emma Frow
Institution: ESRC Genomics Forum, University of Edinburgh, Edinburgh, UK
Title: Building BioBricks: The dynamics of standardizing biological parts and

scientific practice in synthetic biology

Standardization | i es at the heart of recent attemp

approach to synthetic biology represents an effort to develop a new structure and
conceptual framework for molecular biology, one that prioritises the standardization of
biological parts, tools and practices as a means to facilitate the development of new
applications.

In addition to the materials and techniques required to make BioBricks, there is a need
for shared understanding and agreement over what a BioBrick is fi its definition, function
and design i as well as an appreciation of its usefulness and value. New spaces and
activities are being developed to support these negotiations, including the annual
undergraduate iGEM competition, the creation of new interdisciplinary networks and
research institutes, the establishment of international standards working groups and
formal standard-setting procedures, and the development of physical and virtual BioBrick
repositories.

In this paper | ask how the development of BioBricks is being shaped by such activities.
Since the initial design standard put forward in 2002, at least four other BioBrick
standards have been proposed and are now being actively debated. These standards
emanate from laboratories with different disciplinary backgrounds, and incorporate
different visions for what synthetic biology might entail. Viewed this way, the negotiation
of BioBrick standards represents far more than a technical debate fi it is both being
shaped by and stands to profoundly shape the social world of synthetic biology.
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Parallel Session 3B: Thursday 8, 09:00 6 10:00

Panel Session: Great pr o mi siec h dpglidation: The effect of
societal environments on the formation and use of
biomedical technologies

Organised by: Christine Hauskeller

The curative expectations raised and the economic resources invested in life science res
have been massive over the past 3 decades. Although no blockbuster treatment has come ¢
the huge scientific efforts, clinical stage applitatieteen delivered. This panel looks at the
interaction between specific objects developed in genetic and stem cell research and
established social practices, the regulatory need for harmonization, policies of ethics and
healthcare,and sttke | der s i nterests shape their de
bring together three case studies: the first on the framing of the collection and conservatio
umbilical cord blood stem cells, the second on the way in which diffe@smegalaté clinical

trials applying adult stem cells in treatments of the heart, and the last one on the pathway
innovation of a set of therapeutically salient monogenetic tedtsrits stiliabetes.

There will be three 20 minute presentatitm® wiinutes of questions followed by a short 15
minute panel with all 3 speakers to discuss with the audience on a more general level whe
the observed 6orphand or O6nichedd applica
this means fdheir practical implementation.

Author/s: Alison Kraft
Institution: Institute for Science and Society, The University of Nottingham
Title: Banking and transplanting: Reframing the blood stem cell

The rapid growth of umbilical cord blood (UCB) banking in the last two decades provides

a rich site in which to explore the signi
force within biomedical innovation. The therapeutic potentialities of umbilical cord blood

rest on the blood stem cells resident within this tissue: put simply, these blood stem cells

may be of value in treating a range of serious blood diseases in children in particular. This

sparked intense clinical interest in cord blood and led to a small but vibrant commercial

sector premised on the notion that banking the |
policy against future illness. This paper recapitulates the development of UCB banking, its
emergence as a viable commercial sector in the 1990s and the tensions inherent in

creating tissue banks on which depositors hope not to draw. Yet, the growth of UCB

banking cannot be understood fully without regard to its scientific, technological and

clinical antecedents. The second part of the paper discusses the extent to which UCB

banking rested upon prior traditions of clinically successful and routinised blood-
based/stem cell related techniques - most obviously blood transfusion and bone marrow
transplantation. These fields provided the conceptual principles, clinical vision and
practical/technical wherewithal for UCB banking. The paper will argue that this
transfusion/transplantation heritage was also significant in creating a sense of continuity

and familiarity around UCB banking & important in providing reassurance about what was

d and remains @ a novel form of tissue banking that raises unique and profound ethical and
regulatory challenges.

ESRC Genomics Network Conference  Page 44



Author/s: Dana Wilson-Kovacs and Christine Hauskeller

Institution: Egenis, University of Exeter

Title: The (re-)production of regulation: The clinical implementation of
adult stem cell treatments in the UK and Germany

Macro-analyses on the regulation of new biomedical objects tend to focus on discursive
structures and the generation of legislative categories in science policy debates at national
and cross-national levels, but overlook how actors engage in regulatory practices on an
everyday basis. In this talk we present a detailed understanding of the development of
regulation in clinical translation. Our findings are based on data from ethnographic
fieldwork in British and German clinics and interviews with medical staff in the area of
stem cell treatments for the heart. The argument illustrates the enactment of regulation
at different stages and highlights the accompanying interpretative strategies employed by
the medical personnel involved in the ma
(autologous) stem cells to regenerate damaged cardiac tissue. We argue that the
implementation of regulation is a practical accomplishment in both national contexts. The
complexities present in this process are instanced by the gradual crystallisation of
practices within the organisation of clinical trials. This crystallisation is dependent on
exchanges between members of medical teams and external agencies and set within a
strategic ordering of regulatory measures that are mobilised to legitimise clinical research
and reinforce professional interests.

Author/s: Hristina Petkova
Institution: King's College London, Department of Palliative Care, Policy &
Rehabilitation, Weston Education Centre
Title: Genetic testing as fuzayresponte®fchaalthcaren o v at

institutions to genetic testing for MODY Diabetes

Genetics has absorbed large investments, expectations for better health and great media
attention. It is timely to account for the way in which it delivers its promises to individual
patient care.

This paper examines the ability of health care systems in Europe to integrate genetic
innovation in mainstream health services. What infrastructures are in place that facilitate

(or hinder) technology diffusion? The ter
applicability only to a small fraction of a large disease group and thus a small part of the
population, or that they have restricted ability to predict the occurrence and onset of a

disease. In addition, few genetic tests offer little if any beneficial cure options.

The genetic case study is testing for Maturity Onset Diabetes of the Young (MODY), a set
of tests that characterize specific sub-forms of diabetes which require less invasive therapy
than common insulin treatment. The key finding from comparing the diffusion of a MODY
in two very different European health care systems (Germany and the UK) is that both
systems are not optimally responsive to the treatment benefits that the genetic testing has
to offer. The reasons for this allow extrapolating speculatively the uncertainties and
barriers to patient utilization of other similar tests.
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Parallel Session 3C: Thursday 8, 09:00 ¢ 10:00

Panel Session: A multidisciplinary approach to the expectations
underlying genomic research.
Organised by: Miguel Garcia -Sancho

The session will investigate the scientific and medical expectations around diffefent aspec
genomic research. We will combine the perspectives of history, sociology and economic ana
order to study the promises underlying DNA sequencing metksidde lgagemic projects

and stem cell therapies. Miguel Garaim c h 0 8 s p asp dhe emeigénte ofa d d
expectations in the fields of molecular biology and genomics during the late 1970s and 80
period characterised by the development of sequencing technologies and increasing empha
the information embodied in DNA sequencesHlady and Andrew McMeekin will argue
that these promissory technologies and information have resulted in differentiated commur
with competing and conflicting interests, as shown in the race between private and public a
investigating the genamfighe strategic organisigrobacterium tumefaciétsally, Nik Brown

and Pablo Santoro will analyse the communities interacting in cord blood stem cell banking
investigate the process of community formation, marked by a tension between an uncer
present and a promissory future. The session will be chaired by John Dupré, who will
comment on the papers and lead the discussion with the audience.

Our underlying goal is to gather complementary approaches and shed light on a difficult issu
both STS and ELSI scholars: the role of promises behind new biomedical technologies an
social scientists should deal with expectations about the future. We will avoid simpli
dichotomied e.g. between public and private, or between real anddpdcmnideraise an
international perspective in both our objects of study and institutional affiliations. Tisis will allo
to comparethe UK with other countries inside and outside th€axagldradition, such as the
United States or Spain.

Our propasd session relates to the overarching theme of the Conference if we adopt a bro

definition of ©o&dmeasurementd and include t
In a certain sense, expectations, potentialities and promises arerenotheefsurement
whi ch i s buil t, di scussed and transf or me

consequences of these measurements for different groups, as well as the difficulties in fir
common estimations for scientific, political, ecamtbreicial actors which sometimes conflict.
We will also analyse how the measurement of potentialities can add or detract meaning fr
genomic research, and the power of abstraction and statistics, since many of the expectatior
discuss are based onphamises of genetic data.

Author/s: Miguel Garcia-Sancho

Institution: Department of Science, Technology and Society, Spanish National
Research Council (CSIC)

Title: The emergence of DNA sequencing and the promising new

potentialitnkeer mat-iBYvrdet 1875
My paper will explore the historical genesis of the expectations underlying genomics by
analysing the early development of DNA sequencing techniques. | will argue that the
emergence of methods to determine the nucleotide sequence of DNA between 1975 and
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77 provided the notion of genetic information with both a new meaning and a new
scientific role. The availability of sequencing techniques led biomedical scientists &
especially molecular biologists & to direct their efforts to the information embodied in the
sequence of DNA. This information was no longer an abstract concept mediating between
genes and their phenotypic effects, as during the investigation of the mechanisms of
protein synthesis & the genetic code & during the 1950s and 60s. It was also a precise
entity in the form of a linear sequence of chemical bases.

The new concept of genetic information redefined the aims of molecular biologists and
was further re-embodied in technologies to gather, analyse and store DNA sequences.
During the 1980s, biomedical research projects increasingly shifted to mapping and
sequencing enterprises, and DNA sequencing was gradually adapted to other information
technologies such as the computer and the database. The paper will explore these
transformations in the investigations on the nematode worm C. elegansand the
development of the first DNA sequence databank and automatic sequencer. | will
conclude by arguing that the emergence of genomics and the promises formulated by its
defenders are founded on this new information concept, which embodies the functionality
of DNA in a sequence suitable to be obtained and processed with information
technologies.

Author/s: Mark Harvey and Andrew McMeekin

Institution: Department of Sociology, University of Essex, Institute of Innovation
Research, University of Manchester

Title: The unexpected tale of a superbug: processes of differentiation and
interdependence between public and private knowledge in a genome
race.

The paper analyses the extraordinary genome race of the strategically and scientifically
key bacterium, Agrobacterium tumefacidh@mplary of a conflict of expectations as to
whether the genome would be either privately or publicly appropriated, the race was
characterised by radical uncertainty and unpredictability of outcomes. Commercially
prized for the bacteriumbds use in genetic
its unique biological characteristics and for the evolutionary differentiation between
symbiosis and pathogenesis, the growth of knowledge of the bug was inherently polyvalent
and open. The actual outcome of the race d a dead heat and duplicate publication & was
the least expected, and historically unique (even in contrast to the rough draft of the
human genome). Although the bug was already embedded in a patent thicket, the result of
the genome race was a triumph of public over private appropriation. There was a
surprising paucity of patenting of genes as a consequence of sequencing, and expectations
relating to the utility of this knowledge altered in different ways for the key public and
private competitors. The paper analyses the dynamics of the race as an illuminating way to
understand historical processes of differentiation and interdependence between public
and private knowledge. The authors also emphasise the importance of a distinction
between formal and informal modes of private and public appropriation. The paper is
centrally based on a remarkable set of interviews of all the main players at Monsanto,
DuPont, University of Washington Seattle, Hiram College, University of Campinas (Brazil),
and the National Science Foundation.

ESRC Genomics Network Conference  Page 47



Author/s: Nik Brown and Pablo Santoro

Institutions  Science and Technology Studies Unit (SATSU), University of York,
Department of Sociology V (Sociological Theory), Complutense
University, Madrid

Title: Promissory bioeconomies & Caching in on cord blood banking.

Much recent reflection on the biosciences has focused on the politics of promise in a

context driven by intensive future-oriented imagery and the linked dynamics of present
uncertainty and future potential. This paper takes up the question of the relationship
between nowness and futurity, the present and the promissory, by exploring the temporal
patter ni ng of cord blood stem cell banking.
contrasting visions of the political and
former has been commonly associated with altruistic donation within a regime of
distributed solidarism. The latter, by contrast, has been linked to the rise of an
individualised neoliberal regime based upon precautious prudence and a future-oriented

owi || to healtho. The paper guestions an
divided visions are based and seeks to go beyond the dichotomous treatment of public

and private, the present and the future, truths and hopes. Through the comparison
between processes of regulatory ordering of cord blood banking in the United Kingdom

and Spain, the dynamics of the cord blood promissory economy will be elaborated, with
reference to allied debates on the relat
truth and hoped, Omatters of fact amd con
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Parallel Session 3D : Thursday 8, 09:00 ¢ 10:00

Panel Session: Psychiatry and genomic s: Developments in the field and
preliminary findings
Organised by: Katie Featherstone

Cesagen is developing a programme of work exidmmiaingrgence of genetic technologies for
polygenic conditions within its "~ Biomedic
venture with clinical and scientific colleagues within the Department of Psychological Med
and the MRC Ceatfor Neuropsychiatric Genetics and Genomics, Cardiff.

In the posfienomic era, aspects of the field of psychiatry are being redefined as a gene
neuroscience. The emerging field of Neuropsychiatric Genetics points to the increasing signif
awardd to polygenic, multifactorial causation. We trace the emergence of this field and consi
its implications for the production of science, the clinic and user communities in the fielc
psychiatry and mental health more widely.

In this sessipRrofess Mike Owen, Director of the MRC Centre for Neuropsychiatric Genetic:
and Genomics and the Department of Psychological Medicine, Cardiff will provide an overvi
current scientific developments and horizon scanning. Dr. Katie Featherstone af Cesager
Cardiff School of Nursing and Midwifery Stuilligmvd e an over vi ew of
ethnographi@esearcland public engagement strategy. Dr. Andrew Bartlett, research assistant
Cesagewi | | present his p apiegeneticiisavil beifolowadtby g 6
time for discussion and debate.

Author/s: Andrew Bartlett and Michael Arribas-Ayllon
Institution: Cesagen, Cardiff University
Title: What is O6bigbd about the science of

It is asserted that psychiatric genetics, posttHu man Genome Project,
scienced. I n which di mensions has psychi
it growing? Psychiatric genetics does not involve large apparatus, and its growth is
therefore dissimilar to the changes in social organisation that attend the classic examples

of big science drawn from physics and ast
model of the organisation of big science that was used to sequence the human genome.

One dimension in which psychiatric genetics, and other studies of the genetics of complex

diseases , have become bigger is in terms of the massive inputs and outputs of
information, of samples and data.

Scientifically, this bigness is driven by the need for the greater statistical power that is
provided by large sample sizes. Complex diseases are those for which the model of
genetic causation is one in which many genes play a role, each with only a small effect on
risk. The sequencing of the human genome has allowed complex diseases to be studied
with the promise of dissecting the elements of genetic causation. The Human Genome
Project not only provided the reference data, it also stimulated the development of the
technological platforms necessary for contemporary methods such as Genome Wide
Association Studies (GWAS). These methods produce masses of data; the challenge for
psychiatric genetics is to turn this data into a wealth of knowledge.
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The Cesagen research project, Genomics and Psychig&myracking the sociological aspects
of the development of psychiatric genetics, using qualitative interviews, ethnographic
observation, and reviews of the scientific literature. This paper uses interview data
collected from laboratory workers, field workers and principal investigators to examine
the devel opment of the di mensions of
intensive collection of samples, the establishment of consortia to pool samples, and the
development of inter-disciplinary collaborations in order to draw biological knowledge
from the wealth of data produced, ar
psychiatric genetics. The knowledge of psychiatric genetics has increasingly become the
product of larger-scale organisations of labour. This paper is an exploration of some of
the consequences this increase in scale has on the social organisation of scientific work.
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Parallel Session 4A: Friday 9, 09:00 ¢ 10:00

Author /s: Roel Nahuis and Dirk Stemerding
Institutions  University of Twente, Science, Technology, and Policy Studies  (STYPS)
Title: Genomics as a new innovation regime

Out of the research field of clinical genetics, medical genomics is developing as an
international research field characterised by large-scale consortia, the use of high
throughput technologies, strategic public investments, public-private relationships, and
large genetic databases serving as links between academic and commercial interests. Our
research aims at under st anding this devel opment

as

regi med comprising new roles for actors,

technologies, and hence changing configurations of networks. In this conceptual paper, we
take a multi-level perspective on regime transformations as a starting point. After
discussing three imperfections of this perspective d its technological bias, its institutional
bias, and its lack of systematic operationalisation & we propose a distinction between
Oneotrwsd on the one hand, and a field
on the techno-economic network approach, we see networks of actors as organised
between four distinct poles: research, industry, clinic and society. These poles are
characterized by the kinds of objects produced and exchanged by actors with different
positions in the network. Networks are conceived from this perspective as consisting of
actors, the objects they exchange, the infrastructures for exchange, and the rules that
govern the exchanges. Based on this conceptualisation it is possible to describe and
visualize regime transformation on three dimensions. Completeness is the degree of
development of different poles and intermediate structures. Convergence is the degree
of integration within and between poles. Stability is the degree of irreversibility of
relations of exchange. The main result of our current research is the development of a set
of indicators to operationalize these dimensions.

Author/s: Catherine Lyall and Laura Meagher

Institution: Technology Development Group, Fife, Innogen, The University of
Edinburgh

Title: The invisible made visible: The role of evaluation in informing processes of

knowledge exchange

Governments hoping to succeed in the Knowledge Economy increasingly view university
research as a critical resource to be utilised. For industry to thrive and for policy-making
to be effective, knowledge transfer must evolve into genuine knowledge exchange among
all actors involved but the means of achieving this are non-obvious. Through a variety of
targeted funding schemes, tacit knowledge of such processes is developing but impact
assessments still focus on tangible outputs.

We have found that rigorous evaluations of non-academic impacts of publicly-funded
research can capture insights and good practice. We take the view that such evaluations
are formative, enabling continuous organisational learning about effective knowledge
transfer by both research funding bodies and participants (academic and non-academic).
We draw on several diverse evaluations of innovative funding schemes in the UK which
seek to promote change at the individual, institutional or cultural level. Findings from
these evaluations highlight the importance of interactive processes and an emphasis on the
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role of ©6éknowledge intermediariesd6 that

will be utilised beyond academia. Learning from evaluation can thus accelerate and
deepen the interactive relationships between researchers and research users that can
contribute to the Knowledge Economy.

Author/s: Bernhard Wieser
Institution IFF/IFZ, Klagenfurt University)
Title: Making policies with numbers

Numbers are essential for decision-making in health policy. Sheila Jasanoff (2005) has
argued prominently that, particularly in the USA, policy-making relies heavily on quantified
data. Numerical data enjoy the nimbus of objectivity and suggest that political decisions
can be made on the grounds of sound science. Although reliable evidence is crucial for
decision-making processes it is equally important to shed more light on the processes by
which scientific data are brought about, interpreted and operationalised for decision-
making processes. It is my goal to discuss newborn screening as a case of health policy-
making that is based on the use of scientifically produced numerical data. It has been found
that screening policies vary significantly amongst European countries, but that these
observed differences cannot be explained by the scientific basis of newborn screening
(Bodamer et al. 2007, Pollitt 2006). Consequently policies must be different. It is my
argument that not only the role of numerical data and scientific evidence varies
significantly amongst national forms of collective decision making, but also the ways in
which decision-making processes are displayed to the public. Austria, which | will contrast
from the UK, does not aim to create legitimacy for the design of its screening programme
by publicly displaying the scientific data on the subject. This may explain why it has the
most comprehensive screening programme in Europe. Furthermore different cut-off
values as applied for the detection of inborn disorders (e.g. CF) can be associated with the
different legal traditions of North America and continental Europe.
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Parallel Session 4B: Friday 9, 09:00 ¢ 10:00

Author/s: Ann N. Kingiri

Institiution: PhD candidate, Innogen, Development Policy and Practice, Technology
Faculty, Open University

Title: Can scientists do things differently? The case of biotechnology regulatory
practice

Most approaches in the STS adopt a technological approach to analysis of the STI policies;

taking as given the regulatory practice that is prevalent in the biosafety regulations
implementation of controversial technologies like biotech. Biological scientists as
implementers of biosafety regulations as well as experts in both technology development

and biosafety regulatory policy have been caught up in controversies associated with

bi otech governance. Thi s paper examines
implementation of regulations in an effort to understand the role they play in the
development of regulatory policies that are perceived to have a wider societal and
innovation implications.

The paper draws on interviews, documentary analysis and observation data collected from
a wide range of scientific community in Kenya where efforts to develop a biosafety
regulatory regime have been co-evolving alongside the technology development. Using
mode 2 and policy networks concepts, the study finds that regulatory practice related to
implementation of regulations tend to be institutionalised within the normative scientific
practice. This is problematic and has implications for effective biosafety regulations
implementation; particularly the regulatory policies.

In the event of the changing cultures of science that characterise new sciences, the paper

asks whether scientists can do things differently. It concludes that, the bi ot ech a
understanding of the complex dynamics involved in the implementation of biosafety
regulations, would enhance re-conceptualisation of issues around biotech governance, as

well as the related scientific and regulatory practice. Consequently this would persuade

the scientific community to adopt innovative approaches towards a regulatory practice

that enhances a socially robust biotech innovation.

Author/s: Sabina Leonelli
Institution: Egenis, University of Exeter
Title: Issue-based scientific governance

The main goal of my project is to elaborate a theoretical framework for understanding
new forms of soft governance in science and their epistemic impact on research. In this
talk, | focus on the social and epistemic role of scientific organisations that are created by
scientists themselves for the purposes of self-regulation. How can we conceptualise and
understand cases of self-organised, collective action of the type that gives rise to scientific
societies, alliances and committees, often with significant consequences for the structure,
direction and coordination of research as a whole ? | address this broad question through
the analysis and comparison of the history and institutional role of two types of
organisation: (1) genomic consortia, and particularly the Ontology Consortia recently
emerged as de factoregulatory bodies in bioinformatics; (2) self-appointed committees
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that play a key role in coordinating research at a national and international level, such as
the GARNet (Genomic Arabidopsis Research Network) within UK plant science.

Drawing from current ideas in social movement theory and political philosophy, | argue
that these cases constitute examples of issuébased politicand that understanding these
organisations as so@@l movementsonstitutes an illuminating strategy to analyse their
origins and development into full-fledged regulatory bodies.

Author/s: Bram De Jonge

Institute: Centre for Society & Genomics, Radboud University

Title: Sharing the benefits of plant genetic resources, traditional knowledge
and intellectual property rights: What is fair and equitable benefit-
sharing?

6Fair and eghatiabyge benehiet of the object
Biological Diversity and the FAO International Treaty on Plant Genetic Resources for

Food and Agriculture. In brief, benefit-sharing holds that countries, farmers and
indigenous communities that grant access to their plant genetic resources and/or
traditional knowledge should share in the benefits that users derive from these resources.

But what is exactly understood by fairand equitabléenefit-sharing? Both concepts are not

defined in the international treaties. A complicating factor is furthermore that different
motivations and perspectives exist with respect to the notion of benefit-sharing itself. In

this paper, | will bring together the major outcomes of a PhD project on this subject. Six

different approaches to benefit-sharing will be presented that can be extracted from the

current debateson O Access-Sandi BgaefiThese approach
phil osophical reflection in which | wi ||
equi tabl ed. This wildl be done by anal ysi
Eventually, the various principles and approaches will be linked together in order to draw

some conclusions on how a fair and equitable benefit-sharing mechanism can d and should

0 be realised. This results in several recommendations for policymakers.
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Parallel Session 4C: Friday 9, 09:00 6 10:00

Author/s: Aviad E. Raz

Institution: Professor of Sociology and Anthropology, Director, Behavioural
Sciences Program, Dept. of Sociology and Anthropology, Ben-Gurion
University, Beer-Sheva Israel

Title: Between uptake, informed consent, and informed choice:
Measuring 'successful' implementation of genetic screening in the
community

How do we measure the 'successful' implementation of genetic screening? This question
entails varied concerns and answers involving methodological, theoretical, and ethical
implications. A public health perspective might view such success in terms of uptake and
reducing the prevalence of disease, while an alternative measure would be informed
choice (Marteau, Dormandy & Michie, 2001). Clinical geneticists, however, have only
recently begun to discuss the measurement of 'informed choice' and not just informed
consent. | describe these quandaries regarding the measurement of successfully
implementing genetic screening by asking what is the definition of 'success,’ who defines it,
and who benefits from such definition. These quandaries are further located in the
context of community genetics, as many genetic screening programmes are being
implemented in at-risk communities. | focus on new data regarding Dor Yesharim, the
well-known pre-marital carrier screening programme designed by and for the ultra-
orthodox Jewish community. The model of Dor Yesharim is discussed as representing
high uptake, with presumably high informed consent, but arguably no informed choice. |
then focus on the model of antenatal genetic screening using a 'recommended carrier
testing panel.’ The implementation of this model in Israel shows that while informed
choice may well be a step forward, it also needs to be genuinely ‘informed' as well as
regulated, as demonstrated for example by the inclusion of Gaucher's disease in the panel.

Author/s: Mauro Turrini
Institution: University of Padua
Title: Risk in action: The multiple meanings of the risk threshold in prenatal

diagnosis among scientific debate, clinical practice and society.

The paper investigates the interaction of clinical genetics and society analyzing which
processes take part in the definition of a risk threshold in prenatal diagnosis. The
emergence of genetic testing methods of the foetus is intriguing because, on the one hand,

it can yield a prediction about the chances of an asymptomatic expectant mother giving a
birth to a baby with genetically-borne disorders; on the other hand, it involves a double
risk due to both the surgical intake of fetal tissue and the potential error in analysis
procedures. For these reasons prenatal diagnosis (as well as any another genetic test) is
prescribed only to pregnant women deemed at 6 hi g h  gkedOre tofi tl,e mosi s
important criteria is @dvanced maternal age® This is the result of a thirty-year scientific
debate, but, at the same time, has been affected by how popular pregnancy guides
represent aged pregnancy. The language of genetic risk becomes incorporated into the
imgi nary of maternity, wffecits Ithe recenh proceés ®fmigko d i mi
triggered by the innovative screening techniques of genetic diseases.
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Following the decision processes of risk threshold in society, the paper is based on the
analysis of the medical-scientific debate on risk assessment and popular manuals and
magazines on pregnancy, and in-depth interviews with gynaecologists who have
participated in this process. The aim is to show how multiple processes, from a medical-
scientific debate to a social perception of maternity, cross and converge in the assessment
of the 35 year old genetic risk threshold.

Author/s : Pierre-Olivier Methot
Institution: Egenis, Exeter University
Title: What can Darwin teach us about medicine?

On the occasion of the 150t anniversary of On the Origin of Spectbs influence of
Darwinds work on natur al and soci al scien
paper I argue that Dar wi nds n loth mekearch snd al s o
practical contexts, in addition to our understanding of the concepts of health and disease.

oDarwinian medicined is the best known e
can be broadly characterized as an adaptationist approac h commi tted t o t
view of evolution, aiming at understanding why organisms are not better designed to

resist diseases. Moreover, Darwinian medicine considers that evolutionary biology
provides a oparadi gmo6 f o rseasm.g dickdeicell enaermia) d ar
has an oO0evolutionarydé explanation. After
practical limitations this approach is facing, | go on to sketch an alternative view that | call
Oevolutionary mttd Daovinianenédicine, evolationenonmedicneatries

to articulate evolutionary explanations to other types of medical explanation without,
however, giving epistemic priority to evolutionary considerations. In addition,
evolutionary medi ealitnnemeai nesvodtut soharpgyg poo
medical significance like the evolution of antibiotic resistance or the evolution of microbial
virulence. As an applicatiorof evolutionary concepts to particular medical problems, it is

better equipped to bring about solutions to pressing health-related issues.

v
F

In conclusion, | explore how taking an evolutionary stance towards medicine also leads to
a revision of the concepts of health and disease.
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Parallel Session 4D : Friday 9, 09:00 6 10:00

Panel Session: Changing modes of co mmunication? The negotiation  of
meanings at the science -media interface
Organised by: Joan Haran and Simone Rodder

The appropriate relationship between the institutions of media and science in modern soci
has been a vexed issue for some decades. Empirical studies from different countries |
substantiated the claim that in contemporary societies there is increasing media attentiot
scientific fields and issues. But what is the nature of this attetitodebates that arise?

Can they be understood as a democratisation of science communication and even of
governance of science?

To gain more insight into the current relationship of science and thesrsesdon will study

the effects of jplic debates on the concepts of publics and of professional scientists and
scholarly communication itself. |t wi ||
produced in the public relations of scientific organisations and their interndediahes a
reporting by science journalists.

Author/s: Joan Haran
Institution: Cesagen, Cardiff University
Title: Pressure groups, ludditesandmor al i st s: On the o6hij a

consultation in the hybrid embryo case

This presentation will compare the censorious accusations, in UK broadsheet newspaper

editorials, that pressure groups had-0hi]j
human hybrid embryo debate, with approving reports from the same sources that
scientists had launche d a 6 maj or public relations ass:é:
the use of terms such as Opressure grou
public as disinterested, secular and committed to scientific progress. | will argue that this
construction of 0t he publicd has asymmetr

interest groupsd claims are mediated and

I wi || al so explore the ways in which 6t
legislative decisions on misguided and fearful understandings of public opinion, while the
HFEA was represented as being more responsive to the needs of the scientific research

community because of its own public consultation processes. | will conclude by
guestioningwh et her o6t he publ i dke Independeidtlk @il med 006 & X
what was at staked through wuncritical me (

scientific community?o.

I will use this case study to reflect on the role of science journalists in the construction of
6t he publicd of science and of science po
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Author/s: Martina Franzen

Institute: Institute for Science and Technology Studies, University of Bielefeld

Title: The nature of breakthroughs: Stem cell research between media
attention and scientific progress

Stem cell research comes up with revolutionary new findings nearly once a week. Since
1998 stem cell research has become a hot topic not only in science but also in the media
due to its medical promises and its ethical implications. Once a striking paper is published,
it appears immediately in worldwide news to be widely discussed. Several prestigious
scientific journals maintain and foster professionalized press relations to get media
attention by regularly announcing scientific breakthroughs.

Those with the highest media coverage are the competing journals Sciencand Nature In
their prior-to-publication press releases editors alert journalists to original articles they
think newsworthy. These stories are in most cases adopted by science journalists and
thus attain public attention.

Both Sciencand Natureare looking for firsts, i.e. the most influential papers to advance
scientific understanding. However, in the last couple of years several highly-publicised
breakthroughs in these journals turned out to be erroneous or even fraudulent both of
which can have a negative effect on a fie
I will argue that these phenomena can be interpreted as undesirable side effects of getting

media attention encouraged by editorial decisions. The paper will focus on highly-
publicised stem cell papers and will explore their impact on science and the media alike.

Author/s: Simone Rddder

Institute: Institute for Science and Technology Studies, University of Bielefeld

Title: Visibility assessment: Strategies in the presentation of science in the public
sphere

Using the example of human genome research, this presentation discusses changing
modes of communication between science and the media from a sociology of science
perspective. It argues that one can differentiate a standard pattern of the science-media
relationship from times of medialization such as in the final phase of the sequencing of the
first drafts of the human genome. While the standard relationship of science and the
media is characterised by an orientation of the media towards science, times of
medialization are characterised by complex processes of mutual orientation of science and
the media towards one another.

Based on interviews with human genome researchers in Germany, France, the UK and the
USA, it will be shown that medialization leads to an adaptation of knowledge presentation.
I owi | describe the set up of Ooboundary r
& outreach activit i es and as part of every scienti s

I will argue that resources play a major role in determining the direction of influences
between science and the media. To allow for informed, multifaceted public debates on
scientific issues, a well-equipped and educated science journalism is needed to
counterbalance the boundary activities of scientific organisations and visible scientists.
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Parallel Session 5A: Friday 9, 10:30 6 12:00

Author/s: Richard Milne

Institution: Department of Science and Technology Studies, University College
London

Title: Placed expectations: The imagined geographies of biopharming's future

This paper examines lay and expert expectations of the development of biopharming, the
production of biopharmaceuticals using genetically modified crops. Drawing on research
with both UK publics and European biopharming researchers, the paper explores how
biopharming is grasped and shaped through its perceived social and economic promise.
Bringing the work of Said (1978) together with the imagined futures of biotechnology
described by the sociology of expectations (Brown and Michael 2003), it describes how
futures are accompanied by, and constituted through, imagined geographies of
technological application. The paper concentrates on the promise of plant made
pharmaceuticals for the provision of pharmaceuticals to the developing world. It describes
how expert representations of the agricultural and medical geographies of the developing
world become embedded in the technology itself, not least in the choice of food crops as
a production vehicle. For publics, this promise is also central to support for biopharming.
However, other imagined geographies challenge the potential of biopharming as a
‘technological fix', and the use of food crops re-places the technology among European
concerns about agricultural biotechnology.

Author/s: Meggie Pijnappel
Institute: Centre for Society and Genomics, University of Nijmegan
Title: Toxicogenomics: Hype or revolution?

Animal welfare is a o6 hot topicd within Western s

Whereas much attention focuses oindustayrof
household animals, several surveys also demonstrate that many people are concerned
about animal welfare within research facilities and doubt whether the use of animals is
legitimate or necessary at all.

As todayds risk society demands high
based on animal research, the Western societies are facing a difficult dilemma. A new
approach in risk assessment to obtain more accurate data on safety without the use of
animal models would therefore be much welcomed.

Toxicogenomics, the application of genomics within the field of toxicology, promises to
cover it all: more reliable and accurate data (and hence safer products) with substantial
reduction of the total amount of animals used in the assessment thereof.

Whereas genomicists see toxicogenomics as an important part of the transition towards a
more reliable, accurate and animal free risk assessment, others are more skeptical. Can
toxicogenomics fight and overcome the increasing scrutiny of the public towards animal
research and can it live up to the high safety demands?
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By combining discourse analysis, interviews and participant observation, this project
addresses the question whether the claims of toxicogenomics are feasible and grounded

or a mere hype for persuading the public,

into the acceptance of this emerging technology.

Author/s: Shawn H.E. Harmon and Ann Bruce
Institute: Innogen, The University of Edinburgh
Title: Measuring arguments around genomic innovation: Stem cell research and

argument typologies

Great importance is attached to, and great controversy surrounds, biotechnology
generally and stem cell research more specifically, particularly human embryonic stem cell
research. Given its position at the vanguard of innovations in theoretical and applied
human healthcare science, and as a source of political conflict and achievement, it is useful
to examine attitudes toward, and actions around, embryonic stem cell research.

This article conceives of three discursive typologies and explores their deployment in
three different settings or sites in the life or progress of embryonic stem cell research,
namely, the political (determining legal boundaries), the hybrid (identifying and enforcing
boundaries for laboratory research), and the administrative (enforcing boundaries in the
commercial context), the intention being to determine whether these typologies are
consistent and what moral values their use supports. This article concludes that the
typologies are deployed to varying degrees in the different sites, and with varying degrees
of success. Although this might be expected, and not altogether unwarranted, given the
different roles and objectives of the primary institutions at each site, the current
prevalence of the typologies suggests that these institutions might not be operating
optimally from the democracy enhancement and transparency points of view.

Author/s: Steve Hughes and Matt Hodges
Institution: Egenis, University of Exeter
Title: Re-measuring apomixis: The role of public-private partnerships in the

transition to the molecular paradigm in apomixis research

According to European Academies Science Advisory Council (EASAC), development of
effective public-private partnerships (PPPs) for plant genomics is central to future
advances in agricultural biotechnology. PPPs have been a growing presence in Apomixis
research since 2000. The paper takes an historical anthropological perspective on how
Apomixis research has been configured within Apomixis PPPs, and the phenomenon of
Apomi xnmiesa sdurree d 0 . I't anal yz e vehbtemcanfigoredthon
the goals and priorities of Apomixis research have been conceptualized; and explores the
extent to which these relate to PPP involvement, reflect paradigm shifts in plant genomics,

ogi

or other factors. It also considers progress towards an Apomi xi s 6tool

related IP developments and comments on the wider implications for plant genomics.
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Parallel Session 5B: Friday 9, 10:30 § 12:00

Author/s: Barry Saferstein and Srikant Sarangi

Institute: University of San Marcos and Cardiff University

Title: Mediated genomic knowledge and public understanding of genetic
inheritance

In this paper we examine how genomic knowledge is represented in educational exhibits
for public consumption. More specifically, we focus on the ways the format and content of
exhibits express models of genetic inheritance. Our data site is a portable exhibit
developed in the United Kingdom, intended for display in various public venues. It includes
textual explanations, graphics, photos, video, and interactive mechanical devices that
encode information concerning genetic inheritance, population genetics, and the nature
and consequences of genetically based health problems.

Conventional models of genetic inheritance present something inside the body that we do
not see or feel expressed as it happens. Detailed analysis of educational exhibits shows
that location is a common theme in genetics educational exhibits, i.e., location of
dominant or recessive genes in particular individuals; location of pairs of genes in cells of a
Punnett square; location of genes on a map of chromosomes; and geographic location of
families. In this way location seems to function as a placeholder for missing information
about biochemical cellular processes by which genes affect the development of traits. This
lack of a heuristic model that represents the relation between genetics and health is a
significant problem in efforts to educate people about the relationship of genetics and
health. We suggest that explanations of genetic inheritance should emphasize the causal
relationships embedded in the biochemical processes in the body, in parallel with other
etiological explanations of medical conditions, thus reducing cognitive and behavioral
uncertainty. However, changing the emphasis requires changes in the conceptual
frameworks that educators and practitioners apply to explaining genetic inheritance.

Author/s: Catherine Lyall, Theo Papaioannou and James Smith
Institution: Innogen, The University of Edinburgh
Title : The limits to governance. The challenge of policy-making for the

new life sciences

Does the state still frame debates about new technology? How can policy-makers ensure
that we benefit from the health benefits brought by genomics while satisfying both the
expectations of society for development and economic growth?

This talk offers a critique of the new governance agenda for science and innovation in the
context of the life sciences, and particularly genomics. We will argue that the governance
of genomics presents policy-makers worldwide with a variety of new problems.
Biotechnology promises a great deal but has in many respects still to deliver on these
promises and concerns persist about risks, ethics and the north-south dimensions of this
global endeavour.

The backdrop to this session is the emergence of new governance structures and policy
processes over the past decade. We will argue that, despite the political rhetoric about
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new governance approaches, t he abeut aeive 0 s
technology endures. In the face of the multi-faceted policy and regulatory situation that
applies to the life sciences, we need to consider the situation as a form of government-
governance continuum where different aspects of genomics and life science technologies

may sit at different points fi and indeed co-exist. Thinking about governance and
government as a duality can help to offer some valuable lessons for policy.

Author/s: Maud Radstake & Annemiek Nelis
Institute: Centre for Society and Genomics, Radboud University
Title: The relevance of ELSA: A pragmatist approach

ELSI/A programmes have been criticized for their lack of policy relevance. How can we
make ELSA more relevant, not just for policy but for science and society anyway?

In this paper we i nthbrwidlucien d naseraacwdwet ag
of ELSA research beyond 0 but not disjointed from o the impact of academic publications

or policy recommendations. Inspired by pragmatist thinking, we advocate ELSA genomics

projects that articulate and address public issues, connected to or transformed by
genomics technologies. Such projects are concerned with who is being affected by these

issues, and who or what is responsible for dealing with them. We argue that ELSA
researchers who address such questions, engage in (co-)building the agendas of particular

actors. Interactive research not merely informs those actors, but includes them as
participants and partners in research.

We rel at e 06 i nhuilgimg@ c tt iov ei nagemdcd i ve approa
developed in technology assessment, STS and empirical ethics. This exercise outlines the

limits and opportunities of the various approaches and presents interactive agenda-

building as more than a set of tools or methods. The use of interactive methods does not

make ELSA relevant. ELSAds relevance, we
meaningful connections between researchers and relevant actors or practices. Interactive
agenda-building does not stipulate in advance what counts as relevant and meaningful, but

includes such questions in the research process.

Author/s: Richard Watermeyer
Institution: Cardiff University
Title: The genomic gallery: Space of dissidence, discovery and deliberation

The contemporary art gallery exists as a fertile communication zone where individuals are
offered the opportunity to address and (re)consider their world in novel and unorthodox
ways. Addison (2008: 13) argues that:

The gallery is a public site where audiensemviéed to engage directly with
contemporary works of art so as to establish a symbolic place of difference ar
divergence.
The gallery is also perhaps, an unobvious, untapped yet potentially efficacious site for the
participation of publics in science.
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This paper considers the potential role of the gallery as a site of democratic participation,

where diverse publics, and particularly those latent, unaccustomed or incongruous to the
scientific or social world of genomics, construct relational frameworks that both denude

its (un)intentional (specialist) opacity and enrich the diversity and extent of its debate. It
explores how much contemporary, Omoderno
or rhetoric of controversy and sensationalism and discourses of risk and uncertainty that

often accompany scientific innovation as polemic or vitriol.

This paper suggests that such oO6qualities
divert engaged publics but a necessary pre-requisite, which stimulates interest in science

and engenders different perceptual references or pathways to understanding. The
mani festation of alternate viewpoints is
with experts that affects both the active citizen and composite understandings /
constructions of science. The art gallery occurs as an oppositional space with the potential

to invert, (re)interpret, (re)align and (re)frame types of interaction and discourse
constituting genomics. Thi 49fpapemandnd¥amny
(1967) notion of mésalliancesnd détournemento explore the link between the public
(re)configuration of social and scientific worlds as they occur through innovation and

image.
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Parallel Session 5C: Friday 9, 10:30 6 12:00

Author/s: Julie Kent

Institution: Department of Sociology & Criminology, University of the West of
England

Title: Circuits of exchange: Mapping the use of human fetal tissue in the life
sciences

Drawing on a sociological study of human fetal tissue use in stem cell science this paper
contributes to the mapping of the fetal tissue economy. It traces human fetal tissue use

from the earlier studies of embryological knowledge in the 19th century through to
contemporary tissue banks, cell banks, clinical trials for treating neurological disorders and
commercial applications. In so doing it explores the circuits of exchange which
characterise the fetal tissue economy and the moral order underpinning them. It is
suggested that human fetal tissue use in research is frequently obscured and hidden from
view because it can be expected to provoke controversy. Those same sensitivities make
researching human fetal tissue use especially difficult and some of these difficulties are also
discussed. As biological tools human fetal tissue and cells derived from it are highly valued
though such valuations are context dependent and subject to contestation. Mapping the
fetal tissue economy is presented here as mapping the boundaries between visibility and
invisibility and bringing what is more usually hidden into view.

Author/s: Shashank Shekhar Tiwari

Institution: Institute for Science and Society, The University of Nottingham

Title: Unf ol di n gThecdmmerdalizatian bf dord blood banking in
India

India is emerging as one of the leading centres for the banking of cord blood for use in
stem cell therapies. The projected market is worth billions of dollars and is generating
huge corporate interest. thsstericetinthelnaméaf |
biological insurance. However, there are serious concerns about safety and the claims
made for the benefits of cord blood banking and the regenerative therapies that might
arise from them, none of which are proven at present. It is also unclear how many poor
people will have access, even if stem cell therapies are successful in the future. This paper
will present detailed survey data on the commercial development of cord blood banking in
India and will explore: (a) the pattern of commercialization; (b) the main social and ethical
issues raised and (c) the governance of research and clinical practice in relation to cord
blood therapies and the problems facing the existing system of oversight. The paper will

en

conclude by reflectingon t he extent to which regul ator

in monitoring the process of O6commodi
which might lead to the commercial exploitation of consumers and patients.
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Author/s: William Leeming
Institution: Faculty of Liberal Studies, Ontario College of Art & Design
Title: Modelling biomedical ontologies in the genomic era

The central aim of this paper is to encourage the systematic introduction of ontological

principles in graphic modelling and information visualisation for purposes of reporting
qualitative social science research on networked innovation in genomics and biomedicine.

The wuse of the word O6ontologicald is her
science I ntetagyré&s.in6@his context, conc
categories of concepts and systems of representation developed in specific knowledge

domains in order to portray relations which purportedly exist between certain entities in

reality The paper begins with a critical review of problems exhibited by social scientists
trying to Omapd and otherwise illustrate
genomics and biomedicine. There follows an analysis of various models specifically
illustrating, first, how genetic health services are inclusive as opposed to exclusive in the
occupational hub culture of medical specialisation, and, second, how the notion of genetic

health services over time has come to represent a polycentric organisational network

with multiple bases of interest extending more and more into new knowledge domains in
biomedicine. This leads, in a final step, to a series of recommendations for introducing
ontological principals for modelling networked innovation in biomedicine in the genomic

era.

Author/s: Jyotsna Agnihotri Gupta

Institution: University for Humanistics, Utrecht and Research Affiliate, International
Institute of Asian Studies, Leiden University,

Title: Active citizenship: Investigating hope and accountability in umbilical cord

blood banking in India

During the 1990s, most developed nations organised public systems for the collection of

umbilical cord blood (UCB). There has been also a parallel development of a commercial

sector. These services offer collection, processing and private storage of UCB just for the
donor or the donoro6és relatives for their
disease. The first UCB bank in India was opened by LifeCell in 2004 and in July 2008, its

33rd centre wasest abl i shed, making it Asiads | arge
UCB banks have come up in India, many with international collaboration. With 43 million

births a year, and increase in medical tourism to India, the country could be the largest
potential supplier of UCB in the world.

Unlike the law and practice around the collection of stem cells derived from UCB in some
countries which is well regulated, India does not have an official policy in place yet, only
some guidelines. There is a lack of transparency regarding the supply of UCBs required
for research, and the conduct of research and clinical experimentation with stem cells.

Using concepts such as "manufactured ri
‘agency?d, [ wad slich as: MVboowkll enaute thet the isfdrmaton given to

parents is balanced (educating) and not biased (persuading) in favour of aggressive
marketing and profit motivations of private enterprise or the ambitions of researchers?

What regulatory structures are in place? Are they adequate and effective?

ESRC Genomics Network Conference  Page 65



Parallel Session 5D : Friday 9, 10:30 6 12:00

Author/s: Hub Zwart

Institution: Radboud University Nijmegen, Faculty of Science d Department of
Philosophy & Centre for Society & Genomics

Title: Mapping or transforming nature? The human genome and the

genome of nature, or: the Lewis and Clark map in reverse.

This paper takes up the theme described by the title of the conference. During the
famous press conference announcing the almost completion of the human genome
sequencing effort (June 26 2000), the human sequence was presented as a map, and the
Human Genome Project as a map-making expedition. In fact, the conference speakers
referred to one particular map: the one resulting from the Lewis and Clark expedition
funded by the US government (1804-1806). Map-making is a technique for organizing and
representing information concerning geographical regions and their populations, human or
otherwise, a technique for making the diffuse (the real) tangible, accessible and discrete.
Maps are conscious simplifications that become increasingly sophisticated and refined. A
map is not only a description of a landscape, but always also a representation of
relationships. Interestingly, maps combine descriptive and normative functions. They

Omirrordé a |l andscape as reliable and 0&6o0obj
a particular kind of order on what in itself remains fluid and unstable and often contested.
Quite often, maps give voice to concerns, represe nt i ng oprobl emso. A

Lewis and Clark map seems as accurately and objective as technically possible at the time.
Nonetheless it is clear that it was something of a political statement, a first decisive step

towards the colonization and usurpation of the West, not in the least by presenting the

landscape as ifit was uninhabited and unclaimed (virgin territory). By focusing on the

physical properties of the landscape, everything else (First Nation inhabitants, animals,

plant forms) were erased from / ignored by the map, - and this anticipated the virtual
decimation of native inhabitants together with buffalo, prairie grasses and other

0Ol andscape el ementso in real l'ife. The L
whole process and made it possible. It depicted the gold-rush region and made the gold-

rush possible. Thus the map visualized a relationshifetween a particular area and a

political entity (the United States of America and its inhabitants) guided by a political and

ideologic a | progr am. Maps are never only about
on how we relate to them in terms of politics (borders) or policies (land use,
infrastructure, environmental concerns, etc.). Therefore, the conscious and deliberate

decision to present the human genome sequence as a revivification of the (famous or
notorious?) Lewis and Clark map, was not all that unproblematic. Was genomics a

process of usurpation? What would happen to human and animal inhabitants? What kind

of practiceswoudbe supported and made possible by
gold rush was awaiting us? In my paper | will map how the landscape of genomics has

evolved, how the physical genome map is now transforming into a map of life, and how it

is preparing a major transformation of our relationship with nature. The focus will be on

the relationship between humans and natural landscapes (and its floral and faunal

el ements) , t hat i s on the human genome
natureo. T beeconsidédresl shat she new map is the Lewis and Clark map in
reverseintended to serve both as a tool box and as a source of inspiration to restore
landscapes and inhabitants that have been decimated by us in the past.
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Author/s: Tom Idema

Institution :  Nijmegen, the Netherlands

Title: An ethical scenario for (ELSA) genomics: Ethics of control and difference
inGr e g Rienaerfidiian

Modern western culture has often perceived social and biological changes as a threat i a
threat proj etteed adrfthamdddmasd .0l Wesl e t he
eugeni cs and soci al Darwinism have been
accompanied by metaphors of war, endur es
fiction novels Dar wi n 6(%99)RuwaddD aor wi n 0 s(2008) hillustrater hewn the

challenge of coping with differences and changes in human life may be disengaged from a

quasimi | i t ari stic dialectic between an 6usd
t hr eat eni ndgeased irrésponsilfie sdemtists, or terrorists). In these novels,

human evolution is altered through the spontaneous activation of an endogenous
retrovirus, SHEVA, which causes humans to metamorphose into another species. At first
perceived as a global plague, SHEVA provokes mass panic. An international task force is
assembled to fight it. However, as the story unfolds, it becomes manifest that SHEVA is

i mpossible to 6treat 0, and, moreover, t ha
anew,post human stage in evolution. Bear ds n
process in which a fear of change impelled from the outside is answered by a narcissistic

urge for control. They map the ways in which the detrimental effects of this dynamic are
systematically trickled down on marginalized people, animals and the environment. This
paper explores how Beards scenario offers
informs an ethics that affirms transformation, difference and uncertainty.

Author/s: Jan van Baren
Institute: Centre for Society and Genomics, Radboud University Nijmegen
Title: Bioinformatics and changing meanings of ‘human’

Independent of whether genomics is hype, a fundamental revolution in biology or
something in between, it is clear that it has changed and is changing the view on humans in
many fields, including philosophy. Our project starts from the conviction that
bioinformatics plays a vital role, not only in the development of genomics as such, but also
in changing meanings of 'human' and 'humanity’.

In this paper | would like to explore the role of bioinformatics as a practice and a science
in these changing meanings. | will focus on how bioinformatics influences our
understanding of what being human means in genomics and philosophy. | will argue first of
all that bioinformatics plays a pivotal role in disesmbodiment of the human subject, by
describing bodily existence in terms of digital bioinformation that can be 'relocated' from
body to database and exchanged by computers.

Subsequently, however, bioinformatics also plays a role in the (re)embodiment of
bioinformation, that is: in interpreting this type of information and in connecting it with
our understanding of human existence and human subjectivity. It is here that
bioinformatics plays a crucial role in changing meanings of ‘human’. | will analyse
processes through which human beings are disembodied as a result of being described in
terms of their genome, while genomes are equated with information. Humans are
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subsequently re-embodied and re-contextualized by interpreting bioinformation in terms
of the complexity of bodily existence and bodily functioning. Yet, because these views of
ourselves are filtered and coloured by bioinformatics, this process of re-contextualization
results in an understanding of 'embodied human existence' that differs in important
respects from previous understandings of ourselves. | will also analyse how this
conceptual change is mediated by changes on the technical level.

Author/s: Robert Meunier
Institution: University of Milan
Title: Measuring the phenotype

Phenotypic traits are not given units. Indefinitely many properties can be ascribed to
organisms on many levels of biological organization and thus can become traits in the
context of particular biological research strategies. The talk will focus on the role of
measuring practices in differentiating aspects of the phenotype as relevant units in a given
context.

I will give two examples, one on the level of the organismic phenotype (i.e. body parts)
and another on the molecular level (proteins). In the organismic case | will describe the
guantification of mutant phenotypes in Zebrafish. In the molecular example | will look at
the ways network properties are determined.

I will put special emphasis on the requirements posed on the acquisition of phenotypic
data by the structure of databases that relate phenotypic data to other biological datasets
and the way they shape the phenotype as it is perceived in the context in question.

The aim of my analysis is to illustrate how measuring practices establish the types of

phenotypic traits and relations among them that can be referred to in a field of biological
research.
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Abstracts of Poster Presentation s

Posters will be on display throughout the conference. The winning poster will
be announced in the final plenary session.

Abstracts available at time of print can be found below, a full list of posters
can be found in your conference pack.

Author/s: Rebecca Dimond
Institute: Cesagen, Cardiff University
Title: Classifications of 22q11 Deletion Syndrome and managing complexity:
The rhetoric of the O6whole chil do.
The term 6dgeneticizationd is a useful con

in the proliferation of biomedical explanations. In the case of 22q11 Deletion Syndrome,
technological advances have played a significant role in the provision of a genetic diagnosis,

the construction of a genetic classification and the redefinition of the patient population.

Yet the production of knowledge within the genetic laboratory might not be readily
translated into practical knowledge for health professionals, patients and their families.

While these genetic classifications have a reductionist aspect, in this poster | describe

how parents and clinicians wutilize the rh
6bigger pictured, one that combines both
of the patient experience.

Author/s: Ruth Chadwick and Choon Key Chekar
Institute: Cesagen, Cardiff University
Title: Gendering Biobanks: Motivation, Benefits, and Decision Making

In this poster we will present a snapshot of our project which has been conducted as part

of the ELSI work packag e of t he European funded FP
Bi omol ecul ar Resources Research I nfrastr
multidisciplinary project we will utilise multiple research methods to investigate the ways

in which the meaning and status of gender are constructed in relation to biobanking.

These include reviewing the literature that touches upon the extensive issues around

genetic databases; interviewing key figures in the European biobanking field (including
members of BBMRI); and participatory observation of key meetings related to various

aspects of biobanks. Key research questions will include 1) the gender implications in
motivation and decision making processes in participating in various biobanks and 2) the

gender neutral nature of promises on potential benefits of biobanking. Our focus will be

on recognising whether or not gender issues in relation to a pan-European BBMRI should

go beyond a simple box-ticking exercise and empty rhetoric.
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Author/s: Maria Gonzéalez Aguado UCLA
Institution: UCLA
Title: Eating disorders performing gender identities.

The presentation will analyze how Eating Disorders have been medically and socially
described to prescribe both ideals of femininity and their transgression. Anorexia and
B u | i medicl dignostic categories are shaped by Western gender imperatives and the
pathways to subvert them. Anorexia and bulimia have the capacity to prescribe and
regulate femininity models, in other words, they have the capability of creating identities. |
will illustrate the interplay of normative psychiatry and psychology, the public
representation of anorexia and bulimia in the media and the discourse of the Pro- Eating
Disorders web-pages with the aim of explain how expert discourse has monopolized the
controversy these pages have caused.

On the other hand, anorexia and bulimia, as illnesses affecting feeding, are related with

sexuality and the different discourses around it; that is the case of the racist
conceptualization of sexual behaviours. Originally, they have represented the white chaste
stereotype of femininity, this association between whiteness and virtue is still present in

the diagnostic of anorexia. In general, specialized journals attribute the low prevalence of

this pathology within coloured people and latinos to the fact that these groups have a
omore sexualdé body ideal. H eatirg \are commofE at i n
within this population. The presentation will try to illustrate how different racial
prejudices and stereotypes are shaping the diagnostic and the access to treatments of

these communities in US.

Author/s: David Albert Jones and Pauline Gately
Institution: St Marydés University College, Twick
Title: The reporting of the Human Fertilisation and Embryology Bill: A media

analysis

In December 2006 the Government published a White Paper on the reform of the
legislation concerning human reproductive technologies and human embryo research. It
noted O0considerable public uneasneéhyarid t he
embryos and proposed a ban on the creation of such embryos, leaving open the possibility

of reviewing this in the future. This cautious approach aimed at incremental change.

I n November 2008 Parl i ament s a nao admiged e d  t
embryosd including those created by mixi.
also permitted the creation of admixed embryos without the consent of the tissue donor.
In addition, a legal loophole was created that could allow full reproductive cloning. The

outcome was thus a much more contentious Act than initially had been proposed.

This paper analyses the public reporting of the debates surrounding the Bill, from initial
White Paper to Royal Assent. The focus of the study is the coverage in national
newspapers. Using an academic database and wide non-controversial search terms a data-
set of articles is identified and then subject to further quantitative analysis. Having
established patterns of reporting, selected articles are then subject to critical review.
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This procedure demonstrates several striking systematic failures in the coverage of the

debate. These failures range from the virtual omission of issues, to inaccurate reporting of

the contents of t he Bingd, ot ot hdhedashatreot
whether the public might reasonably expect to be better informed on proposed legislation

and how this might be achieved.

Author/s: Deborah Mascalzoni
Institution: Institute of Genetic Medicine, EURAC research, Viale Druso
Title: Is genetic exceptionalism death? Balancing individual rights and

community responsibility

Genomics opens up a landscape of possible use of personal information in healthcare,
previously not foreseen. The perception of genomics as a dangerous enterprise in recent
years has shifted the focus from a horizon of pure possibilities into one of pure defence.
The Manichean approach in both directions did not help in any way to assess some of the
characteristics of genomic, including that genetic information is partially shared by the
biological family. Information may be directly derived from samples from the subject or
indirectly by relatives. This opens new questions about the legitimacy of the use of such
information but also about the new opportunities of the use of those in health settings.
This may become of extreme relevance for the translation of genomics into public health:
first attempts of this translational phase ask for the use of family information in order to
have a higher impact in healthcare however the potential benefits are still to be assessed.
From a theoretical point of view, in the western legal tradition the subject of rights has
always been the individual as is the case of bioethical inquiry in genomics. Exploring the
possibility of a balance between individual and community rights may open up new
horizons of cooperation and enlarge community interest in the research enterprise.

Author/s: Barney McManigal
Institution: Merton College, Oxford
Title: Getting regulation right: Biotechnology policy variance in Britain and

the United States, 1986-2004

While more than two decades have passed since governments first began crafting policies
for recombinant DNA technologies, little is known about why regulations for some
biotechnologies have varied so dramatically. Why would one country take a restrictive
position toward a controversial technology while another nation freely permits it?

Between 1986 and 2004, the United Kingdom and the United States provided two
examples that inform this question. The United States approved the sale and use of
agricultural genetically-modified organisms (GMOs), while Britain implemented strict rules
on food safety and labeling. Similarly, the United Kingdom legalized human embryonic
stem cell (ESC) research while the United States virtually banned the practice by blocking
federal funding in most cases.

Seeking an explanation that goes deeper than the more obvious influences of public
opinion and interest group power, this paper will describe the impact of one potentially
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critical factor affecting policy outcomes: The bureaucratic arrangements in place when
policy makers crafted rules for each technology. Furthermore, it will assert a path-
dependent relationship between the two, that is, that bureaucratic institutions helped
shape outcomes.

To reveal this connection between institutions and outcomes, this paper will explore the
use of process tracing as the primary methodology to recount the biography of the final
policy document in each case. Using interviews, hearing testimony and legislative debates
to reconstruct contingencies of decision-making, the paper will aim to establish broad
principles about how existing institutions can impact regulatory policies for biotechnology.

Author /s: Eulalia Pérez Sedefio and Maria José Miranda Suarez
Institution: Spanish National Research Council, CSIC
Title: Queer transitions: Hysteria and mess in stem cells research.

New fragmented bodies are being reconfigured into complexities of multiple codes, i. e.
surplus of biomaterials produced by the reproductive technologies and their use for stem
cell research is one of the spaces of negotiation and redefinition of subjectivities. These
6embryo economi es® emer ged df theogbal torocesses

t hat hasnodt been enough <criticized by

heterosexual desire is reproducing phallogocentric economies, and the possibilities of
becoming - new codes and reorders of subjectivity in stem cells research. The aim of this
paper is to address the Diasporas from the heterosexual embryo in this kind of research.
For this purpose, it will be analyzed the discursive & material emergence of i.e. induced
pluripotent stem cells (iPSCs) and their rhizomatic interactions not only with scientists
but also with other multiple actants as pipettes, Petri dishes, chemicals, etc.

Author/s: Mario Toboso, Betty Estévez Cedefio, Francisco Guzman Castillo

Institution :  Spanish National Research Council, CSIC

Title: Transforming dis-ability: Functionally diverse bodies, agency and
technologies

Nowadays, as the result of the insistence of numerous authors in the necessity to
approximate feminist thinking to disability studies, there is an increasing collection of
essays that raise the topic of disability from a gender perspective. One of the fundamental
aspects of this strategy is the retrieval of the body as a generally absent element within
the traditional framework of such studies. When we refer to the body, in the case of

people with disability, we assume o0functi

bodies, not its dis-functionality, as it is usually considered in a medical context. They are
odiversed bodi es t Imtbthan bthembodies mone closely identdied t
with standard patterns of functioning. People with functionally diverse bodies have
potenti al access to the same actions
frequently through the use of technological devices. Hence body, disability and technology
generate a set of interrelations through which these three elements are constructed and
reconstructed mutually, and delimit the field in which the relation between functionally
diverse bodies and different spaces of activity and participation is produced. Here, we
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explore these interrelations. Firstly, the characteristics of the interaction of these bodies
with virtual environments based on technologies such as video-games, virtual reality
devices and digital networks. Secondly we analyse the role of such bodies as material
receptors of technologies from the realms of robotics and of technological implants.
Through their union with all these technologies, functionally diverse bodies form and
redefine their own identity, functionality and agency possibilities.

Author/s: Kai Wang
Institute: Egenis, University of Exeter
Title: From discipline to the interdisciplinary: What is inside and behind

the concept of interdisciplinarity?

The concept of interdisciplinarity has gained popularity over the recent decades. As the
objectives of scientific research have become increasingly complex and intertwined,
interdisciplinary research has been widely practiced and theorized as a linchpin in
knowledge production. In this interdisciplinary trend, the disciplinary institutionalization of
modern science is in general regarded as a barrier to an interdisciplinary approach.
However, relatively few studies have attempted to examine the relationship between the
concept of discipline and the concept of interdisciplinarity.

As a starting point, | present a review of the recently published literature with regard to
the definitions of discipline and interdisciplinarity. After analyzing the conceptual core of
discipline as well as its impact on the science progress, | argue that the implications
derived from the concept of interdisciplinarity, together with the corresponding policy
suggestions behind the status quo of interdisciplinary research, could enlarge the platform
for scientific knowledge production to go forward. Moreover, | argue that interdisciplinary
development is possible for the disciplines involved without loss of their disciplinary
identities.
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