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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RESOURCES AVATLABLE

Name of participant : /%(K %ag /Go'j Vnter - TIGA.

Nature of resources available (software, maps, clones etc.)
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RESOURCES AVAILABLE

Name of participant ﬂNSO/Z @@’ﬁ/{{g C

Nature of resources available (software, maps, clones etc.)
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Any conditions attached: 7 ZC




Name of participant :

Tony Carrano
Lawrence Livermore National Laboratory

RESOURCES AVAILABLE

Nature of resources available (software, maps, clones etc.)

Resource

High-resolution, metric map of chromosome 19

Arrayed cosmid libraries of human chromosomes

IMAGE collection of cDNAs

DNA sequence sample tracking software
Clone fingerprinting assembly and database software

Mapping infrastructure resource

Availabili

Published version available in Dec
issue of Nature Genetics. Detailed
version available by collaboration
Through major genome centers. Soon
to be available through the UK and
German resource centers.

Available through industry and
resource centers.

Contact Tom Slezak @ LLNL
Contact Tom Slezak @ LLNL
Contact Tony Carrano @ LLNL

(creating high-resolution sequence ready maps in cosmids and BACs)

Available via:

see above

Any conditions attached:

Creating maps as part of the mapping infrastructure resource would require funding.



RESOURCES AVAILABLE

Name of participant : Q (CHAR D (DL&RB FINT

Nature of resources available (software, maps, clones etc.)
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Any conditions attached:
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Resources Available

Name of participant:

Glen A. Evans

Nature of Resources:

1.

Chromosome 11 Sequencing DataBases

YAC/STS coordinates database

cosmid end sequence database

YAC-cosmid coordinate database

Primers (new STSs)

Homology /1dentities listed by match significance

Chromosome 11 sequencing data (complete cosmid/PAC sequences)
11p15 project, 11p12 project

WWW  http://mcdermott.swmed.edu/

Genbank

Clone libraries

chromosome 11 cosmid 5X, arrayed
chromosome 11 YAC ?X, arrayed (T. Shows/N. Nowak, RP)
chromosome 11 and 15 PAC set in preparation

(can be made available on request to G. Evans)
Software

Mermade driver software for 192 channel synthesizer
Primer prediction software for primer directed walking
SUMU Lab sample tracking software

Robotics control software for Biomek

Data Inspector software for sequence quality control

WWW  http://mcdermott.swmed.edu/

Hardware specifications and construction plans

Prepper III miniprep robot

Mermade 192 channel oligonucleotidesynthesizer
Lab workstations

TREC multigel controller


http:http://mcdermott.swmed.edu
http:http://mcdermott.swmed.edu

Lab workstation plans and ordering information

WWW  http://mcdermott.swmed.edu/

Available via:
WWW  http://mcdermott.swmed.edu/
Any conditions attached:
Data resources are made available within 6 months after generation.
Hardware and software are supplied without warranty and without

support other than helpful hints when needed. Hardware specifications and
plans are available to all non-commerical users.



http:http://mcdermott.swmed.edu
http:http://mcdermott.swmed.edu

RESOURCES AVAILABLE

Name of participant : C \Wws Te\ag

Nature of resources available (software, maps, clones etc.)
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RESQURCES AVAILABLE

Name of participant : Qf’(\/\o\ (9\ @o CLLL%

Nature of resources available (software, maps, clones etc.)
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RESOQURCES AVAILABLE

Name of participant ”’r cedol umu\f\ (\U

Nature of resources available (software, maps, clones etc.)
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Any conditions attached:
None




RESOURCES AVAILABLE

Name of participant : |4 DNea/d "ﬁh“t‘éﬂf

Nature of resources available (software, maps, clones etc.)
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RESOURCES AVAILABLE

Name of participant : -:P {ETER PE NowW&E

Nature of resources available (software, maps, clones etc.)
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ESOURCES AVAILABLE

Name of participant: Dr. Hans Lehrach
Nature of resources available (software, maps, clones etc.)

The Resource Centre distributes high-density gridded filters of genomic libraries, cultures
of individual library clones, or (in the future) PCR pools.

The table below gives details of those genomic libraries for which this service is now
available, in the near future this will be supplemented with libraries from the LM.A.G.E.

consortium:

Cosmid (Human)

LA4/FS1 Chromosome 1 specific cosmid library 112

L4/FS6 Chromosome 6 specific cosmid library 109

LA/FS7 Chromosome 7 specific cosmid library 113

L4/FS11 Chromosome 11 specific cosmid library 107

LA/FS13 Chromosome 13 specific cosmid library 108

L4/FS17 Chromosome 17 specific cosmid library 105

14/FS18 Chromosome 18 specific cosmid library 111

L4/F521 Chromosome 21 specific cosmid library 102

LAFS22 Chromosome 22 specific cosmid library 106

LA/FSC X/LA Chromosome X specific cosmid library 101

L4/FSC X Chromosome X specific cosmid library 104

Cosmid (other)

L4/8 Pombe S.pombe specific cosmid library 60

L4/B/S Pombe $.pombe specific cosmid library 61

Fugu-Cosmid Fugu DNA partial cut with Mbol in Lawrist4 66
and DH10B

P1

Pl Human Total Genomic P1 Human Library 700

MP1 Mouse P1 library | Total Genomic Mouse C57/Black6 P1 Library 703

pomP1 Schizosaccharomyces pombe (wt 972 h-) P1 705
library

PAC

Human PAC Human PAC library brought by Peter de Jong 704




RLDB MPI-MG BERLIN +45 30 84131395 S.83

RESOURCES AVAILABLE (Continued)

5’, ¢ of participant: Dr. Hans Lehrach

Nature of resources available (software, maps, clones etc.)

(Continued from previous page)

YAC (Human)

4X YAC Human YAC library 900
4YYAC Human YAC library 901
CEPH YAC Human CEPH YAC library 904
LSXY Human YAC library 912
C3H YAC Mouse YAC library 902
YAC (other)
St.Marys Mouse YAC | Mouse YAC library from [emale C57BL/10 in 509
RADS2 host strain which is recombination deficient

due to mutation in RADS2
L3l X AL IVIUUSE T AR Julary e d ¥ ]
Whitehead Mousc Large insert Mouse YAC library constructed at 910
YACI the Whitehead Institute for Biomedical

Research/MIT Center for Genome Research
pomYAC Schizosaccharomyces pombe (wt 972 h-) 913

YAC library
ICRF Pig YAC Pig YAC library 907
LMUB Pig YAC Pig YAC library from Lymphocytes (~300KB 911

average inserts) from Ludwig Maximillian
Univ.Muenchen

¢DNA (Human)

Human fetal brain Human foetal brain cDNA made from 17 507

cDNA week embryo polyA+RNA

HFL cDNA ¢DNA using dT primed polyA+ purified RNA 512
fromn 21 weeks old human fetal liver

HTE ¢cDNA cDNA using dT primed poly A+ purified RNA 508
from 21 weeks old human fetal thymus

HPO cDNA c¢DNA from 21 weeks human foetal lung, poly 515
dT primed, directionally cloned, excise
enzyme Mlul

¢DNA (other)

MBR ¢cDNA Mouse adult brain CDNA,?mh: oligo dT 510
primed directionally cloned; cloning site:
Notl/Sall; 1.5kb average insert size
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RESOURCES AVAILABLE (continued)

ame of participant: Dr. Hans Lehrach

Nature of resources available (software, maps, clones etc.)

(see previous pages)

Available yia:

The Resource Centre/Primary Database of thc German Human Genome Project,
Max-Planck-Institut fiir Molekulare Genetik,

(Abteilung Lehrach),

ThnestraBe 73,

14195 Berlin (Dahlem)

GERMANY

Tel: +49 30 8413 1627
Fax: +49 30 8413 1395

WWW: httn:/frznd.rz-berlin.mpe.de/
Any conditions attached:

Distribution of thesc resources will be free of charge to all participants in the German Human Genome Project,
otherwise charges will be made to cover manufacturing expenses and postage costs.

In the case of some libraries additional conditions governing usage and distribution have been imposed by the
Qwners.




RESOURCES AVAILABLE

Name of participant : k_h,é?w A L L

Nature of resources available (software, maps, clones etc.)
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A)
B)

C)
D)
E)

RESOURCES AVAILABLE

yme of participant:

Dr. Robert K. Moyzis Ph: 505-667-3912
Center for Human Genome Studies FAX: 505-667-2891
Los Alamos National LLaboratory email: moyzis @telomere.lanl.gov

Los Alamos, New Mexico 87545

Nature of resources available (software, maps, clones, etc.)

Complete digest libraries for each human chrormosorne

Partial digest phage and cosmid libraries for approximately half of the human
karyotype (phage: 4, 5, 6, 8, 11, 13, 16, 17, X; cosmid: 4, 5, 6, 8, 9, 10, 11, 12, 13,
14, 15, 16, 17, 20, X, Y)

YAC libraries for human chromosomes 9, 12, 16 and 21

M13/STS libraries (can be constructed for any human chromosome)
High-resolution YAC/STS/cosmid maps of human chromosomes 5 and 16

Available via:

American Type Culture Collection

Request from Los Alamos. Will also be available from commercial sources
Request from Los Alamos

Collaboration with Los Alamos

htpp://www-Is.lanl.gov; GDB and GSDB; request materials from Los Alamos

Any conditions attached:

A)
B)

C)
D)
E)

Small fee; agreement to acknowledge Los Alamos in publications

Must sign Material Transfer Agreement with University of California limiting use to
scientific purposes, limiting further distribution and agreeing to a limited collabo-
ration with Los Alamos investigators

Collaboration with Los Alamos

Collaboration with Los Alamos

Sequencing coordinated with Los Alarnos
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RESOURCES AVAILABLE

Name of participant : Rrclard /V\\/e;:s + euld (ox

Nature of resources available (software, maps, clones etc.)
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Any conditions attached:
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RESOURCES AVAILABLE

Name of participant : i ruce @ 0@

Nature of resources available (software, maps, clones etc.)

L&)Qo E‘CC{’C) r\/ @m"l’ocols
COS/WZ:'Q) Pl od BAC'SC%uemca. Qb (z» ?%tess)

Available via: WTTP: /] dhol.chem. woknor.edu

Any conditions attached:
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RESOURCES AVAILABLE

Name of participant : Me/om I* S(WD‘W

Nature of resources available (software, maps, clones etc.)
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RESOURCES AVAILABLE

Name of participant :

Jim Weber

Nature of resources available (software, maps, clones etc.)

Crude, but comprehensive human linkage maps

STRP information

Methods

Image analysis software

Construction information for water bath thermal cycler and some SCAFUD
components

Sequence assembly simulation program (from Gene Myers at University of
Arizona)

Available via:

Website: http://genetics.mfldclin.edu
Email: gene@cs.arizona.edu

Any conditions attached:

Software is not supported.


mailto:gene@cs.arizona.edu
http:http://genetics.mfldclin.edu

RESOURCES AVAILABLE

Name of participant :

Jean Weissenbach

Nature of resources available (software, maps, clones etc.)

The Généthon Human Linkage Map
(5,264 microsatellite markers)

Map + description of reagents
(sequences, primers, alleles, frequencies, etc.)

Available via:
http://www.genethon.fr

Any conditions attached:

freely available



http:http://www.genethon.fr
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