PLEASE FILL OUT AND RETURN THIS FORM TO: Center for Public Genomics, Duke University; c¢/o Susan
Brooks; Center for Genome Ethics, Law, and Policy; 304 Research Drive, Box 90141; Durham, NC, 27708. OR: You may
Jax it to us at (U.S.) 1-919-668-0799.

Interviewee Information. Please list an address where we can contact you.
Full name: Efic Green, M.D., Ph.D. Date of interview: D€C. 8, 2011

Current institutional affiliation: National Human Genome Research Institute
Street Address: 31 Center Drive, Building 31, Room 4B09, Bethesda, Maryland 20892
Phone: (301) 496-0844 Email address: €green@nhgri.nih.gov

Interviewer Information.
Full name(s): Robert Cook-Deegan, M.D.; Kathryn Maxson, B.S.
Affiliations(s): D b linvers i‘Hj

I, the undersigned, have read the above, and I AGREE to release my interview materials, subject to any restrictions listed
below:

(A) I place no restrictions on my interview materials.

OR

(B;&My interview materials may be reviewed, used, and quoted by the researchers affiliated with the Center for Public
Genomics, Duke University; and in addition (check all that apply):

‘ kesearchers unaffiliated with the Center for Public Genomics may read the interview transcript and

ani related documents only after obtaining my permission.

L__Researchers unaffiliated with the Center for Public Genomics may quote from the interview only
after obtaining my permission.

¥ NResearchers unaffiliated with the Center for Public Genomics DO NOT HAVE my permission to
read or quote from the interview.

Posting interview materials to public digital archives: In spite of any restrictions listed above, I give permission for

my interview materials to be made publicly available on the Internet by deposit in an institutionally affiliated
archive:

| year from the date of this form

5 years from the date of this form

10 years from the date of this form

5 years from the date of this form
fter my death

3(3ther: (please specify a date or condition)
EVER: MAY NOT BE DEPOSITED IN A PUBLIC ARCHIVE

Please specify any further restrictions in the space below:

. W FER 2.7 2012
Signature: — Date:




Informed consent for: “The ethos and effects of data-sharing
rules: Examining the history of the ‘Bermuda principles’ and
their effects on 21st century science”

University of Adelaide
Duke University

Researchers at the University of Adelaide, Australia, and the IGSP Center for Genome Ethics, Law &
Policy, Duke University, are engaged in research on the Bermuda Principles for sharing DNA
sequence data from high-volume sequencing centers. You have been selected for an interview because
we believe that the recollections you may have of your experiences with the International Strategy
Meetings for Human Genome Sequencing (1996-1998) will be interesting and helpful for our project.

We expect that interviews will last from 30 minutes to much longer, but you may stop your interview at
any time. Your participation is strictly voluntary, and you do not have to answer every question asked.

Your interview is being recorded and we may take written notes during the interview. After your
interview, we may prepare a typed transcript of the interview. If we prepare a transcript, you will have
an opportunity to review it and to make deletions and corrections.

Unless you indicate otherwise, the information that you provide in this interview will be “on the
record”—that is, it can be attributed to you in the various articles and chapters that we plan to write, and
thus could become public through these channels. If, however, at some point in the interview you want
to provide us with information that might be useful for us to know, but which you do not want to have
attributed to you, you should tell us that you wish to go “off the record” and we will stop the recording.
We will, however, take notes for our own use. When you are ready to go back “on the record,” we will
resume recording. Anything you say while “off the record” will not be on the audio recording and
therefore will not appear in the transcript.

All materials from your interview (audio recording; transcript; interviewer's notes) will be available
only to members of the research team affiliated with this project, unless you consent to their wider use,
as described in the paragraph below. The digital materials will be maintained in a secure, HIPPA-
compliant drive at Duke University. The paper materials will be stored in a locked cabinet.

In addition to the scholarly articles and chapters that we plan to write, we also hope to create a resource
for other scholars and members of the public. We plan to post some of our research data to online
digital archives. While we will use your “on the record” comments to inform and write our articles, we
will not post your interview transcript or audio recording online unless you give us permission to do so,
in a separate agreement. At the time we send your transcript to you for review, we will also provide a
consent form asking your permission to post your interview transcript and/or audio recording online.
The form will provide you with different options for how, when, and with whom the materials may be
shared. You will, of course, also have the option not to share the materials beyond the Duke and
Adelaide researchers.

One risk of this study is that you may voluntarily disclose identifiable information that later could be
requested for legal proceedings, or otherwise be used against you. Please take this into consideration
when you are speaking. There may be other risks associated with your “on the record” views being
made publicly available, such as having your views mischaracterized or misunderstood.

Bermuda Principles Interviews, Informed Consent Form




The main benefit of participating in this study is ensuring that your side of the story is properly
portrayed in this history of the Bermuda Principles, which have become a model for open and
collaborative research in genomics and other fields.

To help us protect the privacy of those parts of your interview that are not public, we have obtained a
Certificate of Confidentiality from the U.S. National Institutes of Health. With this Certificate, we
investigators cannot be forced to disclose information that may identify you, even by a court subpoena,
in any U.S. federal, state, or local civil, criminal, administrative, legislative, or other proceedings. We
researchers can use the Certificate to resist any demands for information that would identify you.

The Certificate cannot be used, however, to resist a demand for information from personnel of the
United States Government that is used for auditing or evaluation of federally funded projects or for
information that must be disclosed in order to meet the requirements of the federal Food and Drug
Administration (FDA).

A Certificate of Confidentiality does not prevent you or a member of your family from voluntarily
releasing information about yourself or your involvement in this research. If an insurer, employer, or
other person or institution obtains your written consent to receive research information, the researchers
may not use the Certificate to withhold that information.

Signature W’

Printed Name E ric jm’m LMD f%,‘D-
(2
Date / 5/ L/

If you have read this form in its entirety and agree to the interview and its terms, please sign and date
above.

Contact information:

Rachel Ankeny, Ph.D. (University of Adelaide)
rachel.ankeny(@adelaide.edu.au
+61-8-8303-5570

Kathryn Maxson, B.S. (Duke University)
kat.maxson@duke .edu

(919) 668-0791

Robert Cook-Deegan, MD (Duke University)
bob.cd@duke .edu

(919) 668-0790

If you have any questions about your rights as a research subject, you may contact the Duke University
Institutional Review Board at 919-684-3030 or ors-info@duke.edu.

Bermuda Principles Interviews, Informed Consent Form —
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"Green, Eric (NIH/NHGRI) [E]" <egreen@nhgri.nih.gov> September 16, 2012 8:32 PM
To: Kathryn Maxson <kathryn.maxson@gmail.com>, "Rodriguez, Laura (NIH/NHGRI) [E]" <rodrigla@mail.nih.gov>, Rachel Ankeny

<rachel.ankeny @adelaide.edu.au>, "Cook-Deegan, Robert" <bob.cd@duke.edu>

RE: Permission to use 1998 Bermuda Programme

Totally fine to proceed as you describe below.
Thanks for asking.

I hope all is well.

Eric

Eric Green, M.D., Ph.D.

Director, National Human Genome Research Institute
National Institutes of Health

31 Center Dr.

Bldg. 31, Rm. 4B09

Bethesda, MD 20892-2152

Phone: 301-496-0844

FAX: 301-402-0837

E-Mail: egreen@nhagri.nih.gov
Web: genome.gov/Staff/Director

From: Kathryn Maxson [mailto:kathryn.maxson@gmail.com]

Sent: Sunday, September 16, 2012 5:06 PM

To: Green, Eric (NIH/NHGRI) [E]; Rodriguez, Laura (NIH/NHGRI) [E]; Rachel Ankeny; Cook-Deegan, Robert
Subject: Permission to use 1998 Bermuda Programme

Dear Eric,

I hope that you are well. Our Bermuda Project is chugging along, and I am writing for permission to quote (in our scholarly
publications) one of the documents you provided us as a supplement to your interview.

The document in question is the Programme and Participants List for the 1998 Bermuda meeting. You indicated on your
archiving form that you would like us to wait ten years after the date of your interview to release your interview transcript
and its supplemental materials to the general public on our website. The Programme/ Participants List is one of these
supplemental materials, and since you indicated an embargo, it is our belief that we should ask your permission to quote
directly from the materials in our scholarly publications.

It turns out that the Programme is the one of the most reliable sources we've found for the names of the Bermuda delegates in
1998. There is the Genome Research piece from Mark Guyer in 1998, but there are some discrepancies between Guyer's list
and the one that was in your files. Thus we'd like to be able to use both in our publications. Similarly, we have not found
any other documentation of the 1998 Programme, which contains a meeting agenda. We would also like to reproduce this
agenda in our papers.

Please note that the Programme and Participants List were provided to us in a single booklet. In that booklet, you also took
several pages of handwritten notes. We are not asking for permission at this time to quote directly from the notes, though we
may in the future. Right now, we are just asking for permission to reproduce your copy of the agenda and delegates list from
Bermuda 1998.

Please let me know, and thank you!


mailto:egreen@nhgri.nih.gov

All best,
Kathryn
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THIRD INTERNATIONAL STRATEGY MEETING ON HUMAN GENOME SEQUENCING

Thursday 26th February 1998

2015 Registration

2030 Cocktail Party
Adams Room, Mezzanine Floor

Friday 27th February 1998

0700 Breakfast at Leisure - Tiara Room, Mezzanine Floor

Catherine & Victoria , Conference Suite

0830 WELCOME: Michael Morgan, Wellcome Trust

0830-1300 Session I PROGRESS, STRATEGIES AND DEVELOPMENTS

CHAIRMAN: James Watson
Convenor: Richard Wilson

Progress reports from each sequencing group will be requested by E.Mail and
will be expected to address the following..
a) i) Progress on construction of sequence ready maps
ii) Present level of unfinished data released into the public database
iii) Present level of finished sequence released into the public database
b) Incorporation of new libraries into production. How will this be
achieved?
c) Other bottlenecks, in particular, plans and strategies for addressing and
improving the efficiency of the finishing process

1100 Morning Coffee - Lobby Area

1300 Luncheon - Tiara Room, Mezzanine Floor or on the Patio




THIRD INTERNATIONAL STRATEGY MEETING ON HUMAN GENOME SEQUENCING

1415 Session 11 SEQUENCING QUALITY AND COSTS

CHAIRMAN: Eric Lander
Convenor: Bruce Roe
Round Table Discussion

Aims of this session are to discuss:

a) Review of quality standards which were agreed at last year’s meeting:

; b) Feed back from Data Exchange Exercise - Francis Collins to present data.

¢) Review of progress made in measuring cost of producing sequence. What are
sequence producers current and projected costs?

] 1600 Afternoon Tea - Lobby Area

1630 Session III: DATA RELEASE AND AVAILABILITY
' CHAIRMAN: Richard Gibbs

1 Convenor: André Rosenthal
1 Round Table Discussion

Aims of this session are to discuss:

a) Progress made on implementing the agreed Data Release Policy
b) Feedback on usefulness of rapid release of sequence data

¢) Agencies to make statements of their policy

1800 Close of Session
1930 Pre Dinner Drinks - Harbourfront Restaurant, Front Street

il t 2000 Conference Dinner - Harbourfront Restaurant, Front Street
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Saturday 28th February 1998

0700

Breakfast at Leisure - Tiara Room, Mezzanine Floor

Catherine & Victoria, Conference Suite

0830-1100

1100

1130

1230

Session IV ALLOCATION OF REGIONS / ETIQUETTE FOR SHARING

CHAIRMAN: David Cox
Convenor: Barbara Skene
Round Table Discussion

Aims of this session are to discuss mechanisms for the allocation of genomic

regions for sequencing

a) Web Index: Status report

b) Territorial Claims:- Are the guidelines set out last year still workable or do
they need revision?

¢) Development of a mechanism for resolving overlapping /conflicting sequencing
interests

d) Are groups meeting the agreed commitment to complete their allocated
regions?

Morning Coffee - Lobby Area
Session V SEQUENCE READY MAPS AND RESOURCES

CHAIRMAN: Eric Green
Convenor Pieter de Jong

a) Discussion on the quality of new libraries

b) What quality checks would sequencers like before using new libraries?
¢) Pooling strategies?

Luncheon - Tiara Room, Mezzanine Floor
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1400-1600

1600

1630

1730

1800

1930

2000

Session VI ANNOTATION

CHAIRMAN: Graham Cameron
Convenors: Richard Durbin and La Deana Hillier
Round Table Discussion

The aims of this session are:

a) Annotation standards: What level of annotation is appropriate for large scale
genomic sequencing laboratories?

b) Progess made in EST sequencing and full length cDNA sequencing: How
useful are these sequences in interpreting the genome?

¢) Mouse Sequencing: What regions are being sequenced and how is this being co-
ordinated?

d) What strategies are sequence producers using?

Afternoon Tea - Lobby Area

Session VII NEW TECHNOLOGY
CHAIRMAN: Rick Wilson
Round Table Discussion

The aims of this session are to discuss the availability of new technology and its
effect on sequencing.

Session VIII FUTURE MEETINGS:

CHAIRMAN: Michael Morgan
Round Table Discussion

The aims of this session are to discuss:

a) The style of future meetings, should they be expanded or remain the same size?
b) To elect the organising committee for the 1999 meeting.

c¢) Agree on dates, venue and participant list.

Close of Session

Pre dinner drinks - Adams Room, Mezzanine Floor

Dinner - Adams Room, Mezzanine Floor
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Sunday 1st March 1998

0700

Breakfast at leisure - Tiara Room, Mezzanine Floor

Delegates depart at leisure during the day
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Dr Mark Adams

The Institute for Genomic Research
9712 Medical Center Drive
Rockville MD 20850

USA

® 301 838 3507
Fax: 301 838 0208
E-mail: madams@tigr.org

Dr David Bentley

The Sanger Centre

Wellcome Trust Genome Campus
Hinxton

Cambridge CB10 1SA

UK

* 44(0) 1223 834244
Fax:  44(0) 1223 494919
E-mail: linda@sanger.ac.uk

Dr Bruce Birren

Whitehead Institute/MIT Centre for Genome
Research

320 Charles Street

Cambridge MA 02141

USA

= 617 258 0913
Fax: 617258 0903
E-mail: bwb@genome.wi.mit.edu

Professor Martin Bobrow
Department of Medical Genetics
Box 238

Addenbrooke’s Hospital

Hills Road

Cambridge

CB22QQ

= 01223 331 154
Fax 01223 331 206
E-mail al223@cam.ac.uk

Dr Elbert Branscomb

Department of Energy Joint Genome Institute
Lawrence Livermore National Laboratory
7000 East Avenue

L-452 Livermore

CA 94550

USA

= 510 422 5681
Fax: 5104232640
E-mail branscombl@linl.gov

Mr Graham Cameron

The European Bioinformatics Institute
Wellcome Trust Genome Campus
Hinxton

Cambridge CB10 1SD

UK

= 44(0) 1223 494467
Fax:  44(0) 1233 494468
E-mail cameron@ebi.ac.uk

Dr Anthony V Carrano

Lawrence Livermore National Laboratory
Biology and Biotechnology Research
Programme

Department of Energy Joint Genome Institute
P.O. Box 808

Livermore CA 94550

USA

T 510422 5658
Fax: 5104233110
E-mail: carranol@llnl.gov

Dr Ellson Chen

ACGT

ABD-PE

850 Lincoln Center Drive
Foster City CA 94404
USA

= 650 638 5107
Fax: 650638 6177
E-mail: ChenEY @perkin-elmer.com
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Dr Francis Collins
Director
National Institutes of Health

National Human Genome Research Institute

31 Center Drive MSC 2152
Building 31, Room 4B09
Bethesda MD 20892-2152
USA

® 301 496 0844
Fax: 301 402 0837
E-mail: FC23a@nih.gov

Professor David Cox

Professor of Genetics and Paediatrics
Stanford University School of Medicine
Department of Genetics

Room M336

Stanford CA 94305

USA

= 650 725 8042
Fax: 650 725 8058
E-mail: ne. mrm@forsythe.stanford.edu

Dr Mike Davies

Medical Research Council
20 Park Crescent

London

WIN 4AL

UK

®  44(0) 171 636 5422
Fax:  44(0) 171 636 3427

E-mail: mike.davies@headoffice. mrc.ac.uk

Dr Pieter de Jong

Rosewell Park Cancer Institute
Human Genetics Department
Elm & Carlton Streets

Buffalo NY 14263

USA

= 716 845 3168
Fax: 716 845 8449
E-mail pieter@dejong.med.buffalo.edu

Dr Richard Durbin
The Sanger Centre
Hinxton Hall
Hinxton
Cambndge

CB10 1SA

UK

= 01223 834244
Fax 01223 494919
E-mail rd@sanger.ac.uk

Professor Glen Evans

Director, McDermott Centre for Human
Growth and Development

University of Texas Southwestern Medical
Center at Dallas

5323 Harry Hines Boulevard NB-10-204A
Dallas TX 75235-8591

USA

= 214 648 1660
Fax: 214 648 1666
E-mail gevans@utsw.swmed.edu

Dr Asao Fujiyama

National Institute of Genetics
Yata 1111

Mishima

Shizucka 411

Japan

® 81 559 81 6796
Fax: 81559816716
E-mail: afujiyam@lab.nig.ac.jp

Dr Richard Gibbs

Department of Molecular and Human Genetics
Baylor College of Medicine

One Baylor Plaza

BCMS-930

Houston TX 77030

USA

= 713 798 6539
Fax: 713 798 5741
E-mail agibbs@bcm.tmc.edu
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Dr Eric Green

National Institutes of Health

National Human Genome Research Institute
49 Convent Drive

Building 49, Room 2A08

Bethesda MD 20892-4431

USA

= 301 402 0201
Fax: 301 402 4735
E-mail: egreen@nhgri.nih.gov

Professor Phil Green

University of Washington

Department of Molecular Biotechnology
GJ10

4909 25th Avenue NE

Seattle WA 98195

USA

= 206 685 4341
Fax: 206 685 7344
E-mail: phg@u.washington.edu

Dr Mark Guyer

National Institutes of Health

National Human Genome Research Institute
38 Library Dnive

MSC 6050

38A/604

Bethesda MD 20892-6050

USA

® 301 402 5407
Fax: 301 480 2770
E-mail: mg25m@nih.gov

Dr LaDeana Hillier

Washington University School of Medicine
Genome Sequencing Center

Box 8501

4444 Forest Park Avenue

St Louis MD 63108

USA

= 314 286 1811
Fax: 314286 1810
E-mail: lhillier@watson.wustl.edu

Dr Ursula Hurtenbach

DLR - Projekttracger des BMBF
Gesundheitsforschung
Suedstrasse 125

D-53175 Bonn

Germany

= 49 2283 821 234
Fax: 49 2283 821 257
E-mail: ursula hurtenbach@dlr.de

Dr Elke Jordan

National Institutes of Health

National Center for Human Genome Research
31 Center Drive - MSC 2152

Building 31, Room 4B09

Bethesda MD 20892-2152

USA

o 301 496 0844
Fax: 301 402 0837
E-mail: EJ1I0D@NIH.GOV

Dr Jill Kent

The Wellcome Trust
183 Euston Road
London

NW1 2BE

= 44(0) 611 8253
Fax: 44(0) 611 8363
E-mail: j kent@wellcome.ac.uk

Mr Fumihiko Kikuchi

Japan Science and Technology Corporation
(JST)

5-3 Yonbancho

Chyada-ku

Tokyo

Japan

= 8135214 8491
Fax: 81352148470
E-mail: fukiku@tokyo jst.go.jp
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Dr Steven Koonin

California Institute of Technology
Mail Code 206-31

Pasadena

California 91125

USA

= 626 395 6320
Fax: 626 795 1898
E-mail: staceys@caltech.edu

Dr Jane Lamerdin

Human Genome Center BBRP

Lawrence Livermore National Laboratory
Department of Energy Joint Genome Institute
B3W, L-452

7000 East Avenue

Livermore

California 94550

USA

® 510 423 3629
Fax: 5104222282
E-mail: lamerdinl@]lnl.gov

Dr Eric Lander

Whitehead Institute/MIT Centre for Genomic
Research

One Kendall Square

Building 300

Cambridge MA 01239-1516

USA

= 617 252 1906
Fax: 6172521933
E-mail: lander@genome.wi.mit.edu

Dr Chris Martin

Department of Energy Joint Genome Institute
Lawrence Berkeley National Laboratory

One Cyclotron Road

MS 74-157

Berkeley CA 94720

USA

= 510 486 5654
Fax: 510486 6816
E-mail: chrism@mbhgc.Ibl.gov

Dr Richard McCombie

Cold Spring Harbor Laboratory
1 Bungtown Road

Cold Spring Harbor

NY 11724

USA

® 516 367 8884
Fax: 516367 8874
E-mail mccombie@cshl.org

Professor John McPherson

Genome Sequencing Center

Washington University School of Medicine
4444 Forest Park Blvd.

St Louis

MO 6310

® 314 286 1848
Fax: 314286 1810
E-mail: jmcphers@watson. wustl.edu

Dr Michael Morgan
The Wellcome Trust
183 Euston Road
London

NW1 2BE

UK

= 44(0) 171 611 8432
Fax:  44(0) 171 611 8688
E-mail: 100071.72@compuserve.com

Professor Richard Myers

Stanford University School of Medicine
Department of Genetics, M344
Stamford

CA 94304 - 5120

USA

= 650 725 9687
Fax: 6507259689
E-mail: myer@shgc.stanford.edu
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Dr James Ostell

National Institutes of Health, National Library
of Medicine, NCBI

8600 Rockville Pike

Building 38A, Room 8N80S

Bethesda, MD 20894

USA

= 301 435 4922
Fax: 301 480 9241
E-mail: ostell@ncbi.nlm nih.gov

Dr An Patrinos

Associate Director for Biological &
Environmental Research

US Department of Energy

19901 Germantown Road
Germantown MD 20874-1290
USA

4 301 903 3251
Fax: 301 903 5051
E-mail: ari.patrinos@oer.doe.gov

Dr Jane L. Peterson

Program Director

Large Scale Sequencing

National Institutes of Health

National Center for Human Genome Research
Building 38A, Room 614

Bethesda, MD 20892

USA

= 301 496 7531
Fax: 301 4802770
E-mail: jane_peterson@nih.gov

Professor Bruce Roe

The University of Oklahoma

Department of Chemistry and Biochemistry
620 Parrington Oval, Room 208

Norman

Oklahoma 73019

USA

= 405 325 4912
Fax: 405325 7762
E-mail: broe@ou.edu

Dr Jane Rogers

The Sanger Centre
Wellcome Genome Campus
Hinxton

Cambridge, CB10 1SA

UK

= 44(0) 1223 834244
Fax:  44(0) 1223 494919
E-mail: jrh@sanger.ac.uk

Professor André Rosenthal

Institute of Molecular Biotechnology

Department of Genome Analysis |

Beutenbergstrasse 11 f!

D-07745 Jena }

Germany |
|
|

= 49 3641 65 62 40
Fax: 493641 65 62 55
E-mail: arosenth@imb-jena.de

Professor Yoshiyuki Sakaki
Human Genome Centre
Institute of Medical Science
The University of Tokyo |
4-6-1 Shirokamedai Mimato-ku
Tokyo 108

Japan

= 81 3 5449 5622
Fax: 81 3 5449 5445
E-mail: sakaki@ims.u-tokyo.ac jp

Dr Barbara Skene
The Wellcome Trust
183 Euston Road
London

NW1 2BE ¥
UK |

= 44(0) 171 611 8232 i
Fax: 44(0) 171 611 8363 ‘
E-mail: b.skene@wellcome.ac.uk
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Professor Edwin Southern
Department of Biochemistry
University of Oxford

South Parks Road

Oxford

OX13QU

UK

= 44(0) 1865 275282
Fax:  44(0) 1865 275283
E-mail: ems@bioch.ox.ac.uk

Mrs Jilly Steward
The Wellcome Trust
183 Euston Road
London NW1 2BE
UK

®  44(0) 171 611 8899
Fax:  44(0) 171 611 8237

E-mail: j.steward@wellcome.ac.uk

Dr John Sulston

The Sanger Centre

Wellcome Trust Genome Campus
Hinxton

Cambridge CB10 1SA

UK

= 44(0) 1223 834244
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