
ADMINISTRATIVE DATA 
RESEARCH CENTRE SCOTLAND 
(ADRC-S) 
Funded by the Economic and Social 
Research Council

As part of the legal research 

strand of the ADRC, MI is working 

to produce original research in 

the area of data protection, data 

linkages, and research governance 

with emphasis on the safe and 

ethical use of administrative data 

in research. The ADRC-S is one of 

four new innovative administrative 

data research centres and a data 

service aimed at strengthening 

the UK’s competitive advantage in 

Big Data. The centres and service 

together form the Administrative 

Data Research Network (ADRN), 

which will enable research based on 

linked data between government 

departments to be overseen by a 

single governance structure that 

will allow consistent and robust 

decision-making. (adrn.ac.uk/

centres/scotland) 
 

MI Contacts: Graeme Laurie, Leslie 

Stevens 

CONFRONTING THE LIMINAL 
SPACES OF HEALTH RESEARCH 
REGULATION 
Funded by the Wellcome Trust

The Liminal Spaces project explores 

the landscape of health research 

regulation. It aims to explore the 

liminal spaces – spaces in-between 

the rules and regulations, between 

the guidance and the governance 

practices – to learn lessons across 

health research sectors, such as 

data linkage, tissue storage and 

use, stem cells, clinical trials, and 

experimental therapies.  The 

project’s ambition is to effect lasting 

EJCPIG�CETQUU�TGIWNCVKQP�KP�CNN�ƂGNFU�
of biomedicine, by re-imagining 

current approaches and re-orienting 

them towards proportionate, 

adaptive, and authentic 

partnerships of regulation practice. 

(www.liminalspaces.ed.ac.uk) 
 

MI Contact: Graeme Laurie 

EUROPEAN BANK FOR 
INDUCED PLURIPOTENT STEM 
CELLS (EBiSC) 
Funded by the European Union 
Seventh Framework Programme 
and EFPIA

EBiSC is designed to address the 
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the interface between medicine, life sciences, and the law in relation to medical and 
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6JG�/CUQP�+PUVKVWVG�UVTKXGU�VQ�TGƃGEV�VJG�QRGPPGUU�QH�URKTKV�CPF�OKPF�GZGORNKƂGF�D[�,��
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increasing demand by researchers 

for quality-controlled, disease-

relevant research grade induced 

pluripotent stem cell (iPSC) lines, 

data, and cell services. Its goal is 

to demonstrate an operational 

banking and distribution service of 

iPSC lines after three years, and to 

subsequently establish for Europe 

C�EGPVTCNKUGF��PQV�HQT�RTQƂV�DCPM�
RTQXKFKPI�CNN�SWCNKƂGF�WUGTU�YKVJ�
CEEGUU�VQ�UECNCDNG��EQUV�GHƂEKGPV�
and customised products.  MI is 

providing essential legal, ethical, 

and operational support while 

developing a research governance 

HTCOGYQTM�VJCV�TGƃGEVU�GOGTIKPI�
ideas of responsible research and 

innovation. (www.ebisc.org) 
 

MI Contacts: Shawn Harmon, Carol 

George 

FARR INSTITUTE OF HEALTH 
INFORMATICS RESEARCH 
Funded by a consortium of ten UK 
funding agencies and the Medical 
Research Council

MI is responsible for the Information 

Governance Stream of the Farr 

Institute @ Scotland, one of four 

nodes of the Farr Institute Health 

Research Network distributed 

across the UK.  It aims to deliver 

high-quality, cutting-edge research 

linking electronic health data 

with other forms of research and 

routinely collected data, and to 

build capacity in health informatics 

research. The Farr Institute 

will provide the physical and 

electronic infrastructure to facilitate 

collaboration across the four nodes, 

support their safe use of patient 

and research data for medical 

research, and enable partnerships 

by providing a physical structure 

to co-locate NHS organisations, 

industry, and other UK academic 

centres. (www.farrinstitute.org) 
 

MI Contacts: Graeme Laurie, 

Nayha Sethi 

RECONSENT TO RESEARCH: 
VIEWS OF PARTICIPANTS 
Funded by the Wellcome Trust

As a collaboration with the 

University of Leicester, this project 

investigates research participants’ 

views on the use of their data and 

tissue. It explores questions around 

what participants understand on 

conditions set in consent forms, 

how amenable participants are 

to the reinterpretation of these 

conditions, and what kind of 

reconsent practices they would 

like to see if proposed research 

changes, as well as their views on 

the commercial uses of personal 

data and tissue. MI provides a solid 

legal and ethical foundation for 

the empirical work of the project, 

and examines the legal status of 

the consent forms and the legal 

obligations imposed on researchers 

from the terms of consent. 
 

MI Contact: Graeme Laurie 

ANIMAL, MECHANICAL 
AND ME: THE SEARCH FOR 
REPLACEABLE HEARTS 
Funded by the Wellcome Trust

This project investigates modern 

practices that repair and replace 

the human heart. It focuses on 

three areas that contribute to the 

construction of stories about the 

implanted heart, including decision-

making processes around porcine, 

bovine, or mechanical aortic heart 

implants, recipient experiences 

of implantable cardioverter 

FGƂDTKNNCVQTU�
+%&U���CPF�VQVCN�
CTVKƂEKCN�JGCTVU�
6#*��CU�GZCORNGU�QH�
technological development in the 

area of whole organ replacement.  

The project seeks to increase 

understanding of both clinical and 

PQP�ENKPKECN�HCEVQTU�KPƃWGPEKPI�VJG�
choice of animal or mechanical 

implants, reasons for psychosomatic 

side-effects in ICD patients, and to 

review the various factors involved 

in developing TAHs. 
 

MI Contact: Gill Haddow

2www.masoninstitute.org

Oversight 

and Control of 

Medicines, 

Treatment &

Experimentation

+OCIG�ETGFKV��#UVTKF�,CGMGN



IMPLANTABLE SMART 
TECHNOLOGIES: TECHNICAL, 
SOCIAL AND REGULATORY 
Funded by Edinburgh Law School, 
the ESRC Innogen Centre, and 
Moray Endowment Fund

As mechanical devices embedded 

or inserted into the body, 

Implantable Smart Technologies 

(ISTs) raise a number of challenges 

around the technical, social, 

and legal aspects of converging 

technologies. Working with 

an interdisciplinary team, this 

project examines the possibilities, 

limitations, and technical 

applications of ISTs and how they 

challenge norms of human identity 

and the understanding of ‘normal’. 

It further seeks to identify the 

implications on legal instruments, 

values, and principles by ISTs, as 

well as the role of law in this setting, 

in order to ensure human identity 

and rights are protected. 
 

MI Contact: Shawn Harmon, Gill 

Haddow 

MAKING GENOMIC MEDICINE 
Funded by the Wellcome Trust

Led by Science, Technology and 

Innovation Studies (Edinburgh), 

this project seeks to locate the 

development of genomic medicine 

in an historical perspective and 

produce a comprehensive account 

of the socio-technical process that 

resulted in the current ferment of 

activity in this area. Researchers 

within MI work on the risk strand of 

the project and explore how risk is 

related to historical developments 

leading up to and following the 

mapping and sequencing of the 

human genome. Of particular 

interest are the relationships 

between notions of risk and the 

technological and collaborative 

strategies used to process and 

extract meaning from the enormous 

amount of data available in the 

genomic era.  

 

MI Contact: Catherine Heeney

RECOVERING CANCER 
PATIENTS VIEWS ON IN-VIVO 
BIOSENSORS 
Funded by the ESRC Innogen 
Centre and Jamie King Urology 
Fund

This qualitative research project 

ascertains post-treatment cancer 

patients’ views of biosensors – a 

technology being developed to 

assess the biological activity of 

tumours. Practical challenges 

remain; however, this as yet 

unperfected technology has the 

potential to radically alter the way 

that cancer therapy is delivered 

and tailored to the biology of the 

patient’s tumour. There is also 

C�UKIPKƂECPV�ICR�KP�MPQYNGFIG�
relating to patient willingness to 

allow a sensor to be embedded 

in their tumour. This interview-

study of 30 post-treatment cancer 

patients recovering from prostate, 

breast, and head/neck cancers 

is an important component of 

understanding the acceptability of 

such devices.  
 

MI Contact: Gill Haddow 

ARTS+ETHICS RESEARCH 
GROUP 
Funded by the Institute for 
Advanced Studies in the Humanities

The Arts+Ethics Research Group 

(AERG) seeks to encourage both 

new insights and public debate 

around ethical, legal, and social 

aspects of the practice and 

governance of medical research 

and healthcare.  In doing so, it 

draws on diverse approaches 

and methodologies from the arts 

and humanities in conversation 

YKVJ�UEKGPVKƂE�CPF�OGFKECN�
practitioners. The AERG strives 

to be a close-working, active, and 

enduring partnership of those 

interested in the possibilities for 

the arts in humanities research, 

medical education, and science 

communication.  Its ambitions are 

to generate scholarly knowledge, 

artistic creations, and broader social 

debate. 
 

MI Contact: Shawn Harmon 

COSTUMED VISIONS OF 
ENHANCED BODIES 
Funded by the Wellcome Trust

This project is a collaboration 

between the Institute for Science 

Ethics and Innovation at the 

University of Manchester, and MI. 

It explores comics portrayals of 

the enhanced body, engaging with 

questions such as:

What do the depicted 

enhancements say about 

current ideas of treatment and 

enhancement?
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How are different embodiments 
treated, and what does that say 
about value or values?

How is science and technology 
portrayed, and are comics useful for 
science communication? 
 

MI Contact: Shawn Harmon, Gill 
Haddow

GRAPHIC & NOVEL: LAW, 
BIOETHICS AND MEDICAL 
FUTURES 
Funded by Challenge Investment 
Fund, the ESRC Innogen Centre, 
and the Mason Institute

The Graphic & Novel project 
brings together Edinburgh-based 
researchers from the humanities, 
arts, and science to explore the 
GVJKECN��NGICN��UQEKCN��CPF�UEKGPVKƂE�
issues stemming from novel 
medical research and technologies. 
As a result, it developed the 
illustrated novel, Fever Medicine, 
which explores issues relevant 
to regenerative medicine 
development. The novel is intended 
to be a controversial and thought-
provoking vehicle for promoting 
dialogue on a range of biomedical 
issues, potential medical futures, 
and their legal implications, as well 
as the role of art and literature as 
conveyors of value and information. 
(masoninstitute.org/graphic-novel) 
 

MI Contact: Shawn Harmon 

IDENTITY AND GOVERNANCE 
OF BODILY EXTENSIONS: THE 
CASE OF PROSTHETICS AND 
AVATARS 
Funded by the Wellcome Trust

Led by the School of Performance 
and Cultural Industries at the 
University of Leeds, this project 
proposes that both digital avatars 
and medical prosthetics can be 
FGƂPGF�CU�HQTOU�QH�DQFKN[�GZVGPUKQP�
– one mechanical, the other digital. 
It brings together specialists in 
digital performance, rehabilitation 
medicine, and law, to apply multiple 
perspectives to both avatars and 
prosthetics. 
 

MI Contact: Shawn Harmon

IN-VALID YOU/TH 
Funded by the Wellcome Trust as 
an enhancement award to ‘Animal, 
Mechanical and Me’.

This is a public engagement project 
funded through an enhancement 
award to ‘Animal, Mechanical and 
/Go���%TGCVGF��RTQFWEGF��ƂNOGF��
and directed by young people from 
Muirhouse, Edinburgh it seeks to 
tell a story about social stigma, 
body technologies and difference.  
Throughout the project the young 
people will be supported by a range 
of people from sound engineers, 
Screen Scotland, animators, 
academics and provided with the 

resources that they need, when they 
need them.  The process of making 
VJKU�ƂNO�KU�CU�KORQTVCPV�CU�VJG�GPF�
product. 
 

MI Contact: Gill Haddow

INVISIBLE DIFFERENCE 
Funded by the Arts & Humanities 
Research Council

InVisible Difference brings together 
researchers from dance and law to 
explore dance made and performed 
by disabled dance artists. The 
integration of disabled dancers into 
mainstream dance performance 
still has far to go, and this project 
asks why this is the case and 
whether existing theoretical and 
legal frameworks help or hinder 
such participation. Working closely 
with disabled dancers, researchers 
consider perceptions in creation, 
interpretation, and authorship, 
in order to discover how such 
performances contribute to our 
cultural lives. (invisibledifference.
org.uk) 
 

MI Contact: Shawn Harmon 
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For more on these projects and the work of the Mason Institute, please visit our website at:  www.masoninstitute.org
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