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9 July 2008

Dear Sir/Madam,

Re:
Invitation to take part in the ‘Governing Emerging Technologies: Social Values in Stem Cell Regulation in Argentina’ Project
The Project

I am a Research Fellow at the University of Edinburgh, UK, and I am undertaking a consultation with stakeholders concerning the governance and regulation of human tissue in Argentina, particularly that relating human stem cells.  This consultation forms part of a larger Project that will, in collaboration with Prof. Fabiana Arzuaga, University of Buenos Aires, map and contribute to the process of adopting stem cell regulation in Argentina.

This Project will comprise the following elements: (1) desktop research on the existing regulatory landscape in Argentina; (2) a stakeholder workshop to explore regulatory issues in this field and to generate creative ideas about addressing them; (3) interviews with interested stakeholders to explore some of the issues relating to stem cell research, particularly the fundamental values at work.  You can find out more about the Project at http://www.law.ed.ac.uk/ahrc/esrcvaluesproject/.

Your Role – Your Views
Given that you are a key stakeholder in this field, I would like to interview you as part of step (3) above.  The objective of this interview is to ascertain:

· your views on the social costs and benefits of stem cell harvesting, banking and patenting;

· your understandings of the primary moral debates surrounding stem cell harvesting, banking and patenting;

· your opinions on (1) the moral values implicated by emerging stem cell research practices, (2) the primary and alternate purposes of regulation, (3) the constraints on or opportunities in regulation-making given the global nature of the science, and (4) the value of the UK regime as a model and the changes being made to same; and

· your assessments of (1) the need to regulate stem cell research, (2) how research regulation can and ought to address moral concerns, (3) what values are most important for inclusion within regulation, (4) the hurdles to achieving (moral) regulation given conflicts of values and objectives, and (5) how to deal with new technologies (eg: hybrids).

The Value of the Project

The knowledge generated through this Project will be valuable to the Ministries of Health  and Science & Technology, who are expected to legislate in this area, various Argentine researchers and research organizations, which will operate within the regime ultimately created, various policy-makers outside of Argentina with an interest in developing effective policy in this area, and academics interested in assessing contemporary regulatory processes in cutting-edge fields.

Next Steps

I will be in touch further to see if it would be possible to arrange a time for an interview.  Currently, I am expecting to conduct the first round of interviews, of which yours would form a part, in early October 2008 in Buenos Aires.  This interview should take no longer than one hour, and will be loosely structured around the key issues identified above.  In the meantime, if you have any questions or concerns, do not hesitate to contact me.

I very much hope that you will be willing to take part in this research.

Sincerely,

Shawn H.E. Harmon

Research Fellow, InnoGen, ESRC Centre for Social & Economic Research on Innovation in Genomics

Research Fellow, SCRIPT, AHRC Research Centre for Studies in Intellectual Property & Technology Law

Editor-in-Chief, SCRIPT-ed - A Journal of Law, Technology & Society

School of Law, University of Edinburgh

Old College, Edinburgh

EH8 9YL

Tel: +44 (0)131 651 4267

Fax: +44 (0)131 650 6317

http://www.genomicsnetwork.ac.uk/innogen/
http://www.law.ed.ac.uk/ahrc
http://www.script-ed.org
PARTICIPANT’S INFORMATION FORM

Governing Emerging Technologies: Social Values in Stem Cell Regulation in Argentina

ESRC Award No. RES-000-22-2678

We are inviting you to take part in a research Project.  Before you decide, you should read this form carefully.  Please ask us if you require further clarification or information.  Thank you for considering our invitation.

WHY IS THIS PROJECT BEING DONE?

The appropriate creation and application of biotechnology throws up numerous challenges: scientific, environmental, social, ethical and legal.  Human stem cell research is a crossroads for many of these challenges, not least legal and ethical.  While the pace of innovation is accelerating, discord over practices and potential outputs endures, thereby placing regulatory mechanisms under great strain.  Moreover, little is known about how social/moral values are conceptualized and deployed in this field, and how (or if) they transform during the law-making process.  It is vitally important to understand the role of values in the biotech and stem cell governance context, both because they are such morally charged activities and because much is expected/demanded of the regulation which governs them.

WHAT IS THE PROJECT INVESTIGATING?

This Project considers the interaction of social values and law in the stem cell research context in Argentina, exploring the values implicated in the (1) sourcing of stem cells from patients/participants, (2) the banking of sourced stem cells for (subsequent) research, and (3) the patenting of innovations (processes and products) derivative of stem cells.  It examines how social and ethical values are, and can be, translated into legal rules.

WHO IS CONDUCTING THE RESEARCH?

The Project team is an interdisciplinary group of scholars interested in your thoughts on stem cell regulation and the role of values therein.  My name is Shawn Harmon, a lawyer and legal scholar working in an interdisciplinary environment at the University of Edinburgh, and I have a particular interest in biotech and stem cell governance and people’s views about them.  I am especially interested in your views on social/moral values, their deployment, and their inclusion in regulation.

WHAT DOES PARTICIPATION INVOLVE?

I would like to spend approximately 1 hour (but maybe more) talking to you about this.  We can talk at a time and at a place that suits you best within the following time periods: November 2008, February 2009 or May 2009.  If you are unavailable within these times, I can arrange for you to speak to my Argentine colleague at a different time.  With your permission, I would like record our conversation so that I can have an accurate record of what we discuss.  I will make sure that will not be identified, and anything you tell me will be treated confidentially.

CAN YOU WITHDRAW FROM THE PROJECT?

Participation is entirely voluntary, and you can withdraw from the Project at any time without having to offer a reason.

WHERE WILL THE RESEARCH BE DONE?

As the Project is focused on the unfolding Argentine experience, I will conduct the research primarily in Argentina, and will speak with approximately 20-25 other stakeholders in the upcoming months.
WHAT ABOUT CONFIDENTIALITY?

It is my intention to record interviews, but all data will anonymised and no information or quotes will be directly attributed in subsequent research outputs unless you specifically agree to be identified.
WHAT HAPPENS NEXT?

If you would like to take part in this important Project, we would like to hear from you.  Please read the ‘Consent Form’ before completing it and returning it to me in the SAE.  I will then contact you to forward some brief preliminary questionnaires and to arrange an interview.

HOW CAN THE RESEARCH TEAM BE CONTACTED?

I can be contacted by email at shawn.harmon@ed.ac.uk.
I can be contacted by phone on +44 (0) 131 651 4267, or fax on +44 (0) 131 650 6317.

I can be contacted by post at SCRIPT Research Centre, University of Edinburgh, Old College, South Bridge, Edinburgh, UK, EH8 9YL.
Thank you for taking the time to consider this invitation.

We sincerely hope to hear from you.
PARTICIPANT’S CONSENT TO INTERVIEW

Governing Emerging Technologies: Social Values in Stem Cell Regulation in Argentina

ESRC Award No. RES-000-22-2678
I AGREE WITH THE FOLLOWING STATEMENTS:

· I know that it is up to me whether or not I want to take part.

· I have read and understood the Participant Information Leaflet and have been given a chance to ask questions.

· I can withdraw from this research at any time without giving any reasons.

· I am not being rewarded financially or otherwise for my participation.

· I understand that Shawn Harmon will record the interview unless I object.

· I understand that direct quotes might be used from our conversations in reports or publications but my name will not be used.

· I have had the opportunity to discuss this study and to ask questions.

I agree to be interviewed   
Please print your name in BLOCK CAPITALS:


I, 







 agree to be interviewed.

Signature: 






 Date: 




My Address:










Phone:      
Home:



 Mobile: 



 

Email:











Please return this form in the SAE

PI Name: 




 Initials: 

 Date: 


