
Bless your heart, Laura!!  This is *fabulous!*  I'll share the PDF with Kat and Laura.

We will send in another FOIA request for the notes and email summarizing the 1996 meeting.

But this agenda and list of participants for 1996 is just what the doctor ordered, in the meantime.  (And who knows what the notes will mean; but
historians *love* hand-written notes.  Much more interesting than formal documents.  Have you ever seen Grace Hopper's moth attached to her note
about "bugs" in the computers she was programming (at Smithsonian), or Kilby or Noyce's handwritten notes about the integrated circuit, or Gordon
Moore's hand-written diagram of the density of transistors on a chip?  We die for such memorabilia of historical significance.  I know: twisted.

And in the hand of Francis Collins, no less. It doesn't get any better than that!

BCD

On Tue, Mar 1, 2011 at 6:58 AM, Rodriguez, Laura (NIH/NHGRI) [E] <rodrigla@mail.nih.gov> wrote:

Hi Bob,

I got this from my colleagues near the end of last week and unfortunately lost track of it in my inbox to send you.

 

Also, when they went back and looked in the files again, they did not find a report from the 1996 meeting; however, we
did find some handwritten notes from FC and a copy of an e-mail summarizing the information shared with NHGRI staff
about the meeting.  The thought is that if you would like to receive the summary or copies of the handwritten notes, you
should request them through the FOIA route since they weren’t part of your original request (as the attached was).  It
isn’t clear how much there is to gain from the notes since they are very hard to read, but the summary may be helpful
since we don’t have a meeting report.

 

Thoughts?

 

Thanks for your patience with this.

Laura

 

 

 

From: cookdeegan@gmail.com [mailto:cookdeegan@gmail.com] On Behalf Of Cook-Deegan, Robert
Sent: Sunday, February 20, 2011 9:55 AM

To: Rodriguez, Laura (NIH/NHGRI) [E]
Subject: Re: FOIA

 

Laura,

 

We appreciate what we've got, which is a lot more than we had before.

 

Robert Cook-Deegan <bob.cd@duke.edu>
To: "Rodriguez, Laura (NIH/NHGRI) [E]" <rodrigla@mail.nih.gov>
Cc: Rachel Ankeny <rachel.ankeny@adelaide.edu.au>, Kathryn Maxson <kat.maxson@duke.edu>
Reply-To: bob.cd@duke.edu
Re: FOIA

 

March 1, 2011  4:10 AM

mailto:rodrigla@mail.nih.gov
mailto:cookdeegan@gmail.com
mailto:cookdeegan@gmail.com


I did see that Mark is on the road for 3 weeks.  If you don't mind, just ask him when he gets back.  He may even reply to my emails before he gets
back, since they were pretty short.  Thanks for your efforts on this.

 

On Sun, Feb 20, 2011 at 3:45 PM, Rodriguez, Laura (NIH/NHGRI) [E] <rodrigla@mail.nih.gov> wrote:

HI Bob,
I did talk to someone Friday afternoon about this and she did say the files they found for the two major meetings were 97 and 98, so I don't know why
the didn't have anything for 96.  She was just going to look at the 98 files and pull out the information you were asking for to send to you and not go
back through the FOIA office, as we are all mystified by what took so long after the files went to them.

Mark is in Africa doing some site visits and attending some project meetings until the second week in March, I believe, so he will be sporadic on
email and definitely not in a place to look at his files for awhile.  I'll forward your emails to my friend and see if they trigger anything else she can think
of.

Apologies again that this is so convoluted!

Laura
________________________________
From: cookdeegan@gmail.com [cookdeegan@gmail.com] On Behalf Of Cook-Deegan, Robert
Sent: Sunday, February 20, 2011 8:31 AM

To: Rodriguez, Laura (NIH/NHGRI) [E]

Subject: Re: FOIA

I've now read the FOIA material.  I sent a note to Mark Guyer, and you might ask him briefly if he has 1996 roster and any equivalent report from
1996 meeting analogous to the report we got from the 1997 meeting.

There may have been a 1998 meeting--and it would have been just months before Venter/Hunkapiller announced what would become Celera that
May.  And the 1997 report does say they agreed to meet for a third time.  But the crucial first agreement about data-sharing was from the 1996
meeting.

On Fri, Feb 18, 2011 at 6:01 AM, Rodriguez, Laura (NIH/NHGRI) [E] <rodrigla@mail.nih.gov<mailto:rodrigla@mail.nih.gov>> wrote:
I will see what I can do.  I think I heard something about the meetings being in 97 and 98, not 96 and 97, so I wonder if that is why there is only info
on one.  I don’t really know what to say, I was so removed from the process.

Laura

From: cookdeegan@gmail.com<mailto:cookdeegan@gmail.com> [mailto:cookdeegan@gmail.com<mailto:cookdeegan@gmail.com>] On Behalf Of
Cook-Deegan, Robert

Sent: Thursday, February 17, 2011 4:11 PM
To: Rodriguez, Laura (NIH/NHGRI) [E]
Subject: FOIA

Laura,

Kat Maxson had a chance to look through the materials that NHLBI sent in reponse to our FOIA.

We've got 40 pages, and Kat will be scanning it into PDF tomorrow and sharing it with Rachel Ankeny and me, so we'll see what we have.

But I do know two things that are not in the packet that I hoped might be.  One is a roster for the 1996 meeting (the first one).  We've got the 1997
roster, but it seems like for some reason Christie thought I "amended" the request by phone to just the 1997 meeting.  If you have such a roster, it
would be really helpful to us if you could just fax or send it.  And if there was a draft document from the 1996 meeting, the first statement, that would
also be useful.  We have the one from 1997, apparently, but not for 1996.  We're willing, of course, to go through the FOIA process again, but it might
just be simpler to get it more directly, since I don't think there's anything different in kind between 1996 and 1997 in terms ow what can and cannot be
shared, and I must have said something over the phone that got misinterpreted as narrowing our interests to just 1997.  I did tell her for sure we
didn't need to see everyone's travel documents, itineraries, expenses, etc., which was apparently the bulk of the material she got from everyone.  So
she was quite helpful in filtering what could have been a lot of extraneous paper, but we'd love to see who was there  and what they agreed to in
1996, if that's in Francis's files.

And thanks for putting me in touch with Theresa again.  Nice to hear from her.  I'll pick up her report and bring a copy for Emily here on my trip to
Duke next month for the national undergrad bioethics conf.

--
BCD
=======================
Robert Cook-Deegan, MD
Center for Genome Ethics, Law & Policy
Institute for Genome Sciences & Policy and
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Sanford School of Public Policy
Duke University, Box 90141
Durham, NC  27708-0141
919.668.0790

gelp@duke.edu<mailto:gelp@duke.edu>

http://www.genome.duke.edu/people/faculty/cookdeegan/

--
BCD
=======================
Robert Cook-Deegan, MD
Center for Genome Ethics, Law & Policy
Institute for Genome Sciences & Policy and
Sanford School of Public Policy
Duke University, Box 90141
Durham, NC  27708-0141
919.668.0790

gelp@duke.edu<mailto:gelp@duke.edu>
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-- 
BCD
=======================
Robert Cook-Deegan, MD
Center for Genome Ethics, Law & Policy
Institute for Genome Sciences & Policy and
Sanford School of Public Policy
Duke University, Box 90141
Durham, NC  27708-0141
919.668.0790
gelp@duke.edu
http://www.genome.duke.edu/people/faculty/cookdeegan/

-- 
BCD
=======================
Robert Cook-Deegan, MD
Center for Genome Ethics, Law & Policy
Institute for Genome Sciences & Policy and
Sanford School of Public Policy
Duke University, Box 90141
Durham, NC  27708-0141
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