MINUTES FROM THE
EIGHTH ANNUAL MEETING
NHGRI RESEARCH TRAINING ADVISORY COMMITTEE MEETING WITH DAP' GRANTEES
Arizona State University

Marriott Buttes Resort
Tempe, AZ

8:30 am October 26, 2010 - 1:00 pm October 27, 2010

The Eighth Annual DAP meeting was hosted by Ira H. Fulton Schools of Engineering, Arizona State
University. A copy of the agenda and the participants’ list can be found in Appendix | and Il, respectively.

PURPOSE OF MEETING: This meeting had three sessions, two of which were held concurrently: (1)
Session la: Meeting with T32 Training Directors to discuss plans for developing individual profiles on
trainees; (2) Session 1b: IRB Clinic DAP directors to assist those who were undergoing the IRB approval
process to have their participants information submitted to REDCap managed by the Data Analysis and
Coordinating Center at Washington University, St. Louis; and (3) Session 2: Meeting with DAP grantees,
including T32 Program Directors with DAP activities to: (a) review data on past participants employing the
spreadsheet and report format developed by the DACC in collaboration with the DAP grantees and the
Advisors to the Program and (b) discuss refinements of the spread sheet. (3) General discussion of
topics, issues, concerns, etc suggested by the participants, the advisors or the staff.

INTRODUCTIONS

Deirdre Meldrum, the host of the Centers of Excellence in Genomic Science and Dean, Fulton Schools of
Engineering, Arizona State University, welcomed the participants to the meeting. After short introductions
and a short review of the two day meeting, the participants dispersed to their various sessions.

Eric Green, Director, NHGRI, greeted the group and indicated his interest in attending the meeting and
participating to the discussions.

MEETING SUMMARY
Session IA. T32 TRAINING PROGRAM

The purpose of this session was to determine: (1)what data elements should be collected on each trainee
at enrollment and follow-up; (2) what data elements could be extracted from the tables in the competing
application and the training appointment form; (3) how to get the missing information; (4) how often to
request follow-up data; and (5) how to account for URMs that are recruited under the program, take
advantage of the academic enhancements of the training program, are funded through other sources, but
should be credited to the NHGRI T32 efforts to recruit URMSs.

As a follow up from last year’'s meeting, Michael Boehnke and David Botstein worked with the DACC and
NHGRI staff to generate a list of follow-up/evaluation questions and information needed on each trainee.
In an effort to reduce the burden on the T32 program directors, it was suggested that the some of the
tables included in the T32 competing application would include much of this information. Therefore,
Botstein and Boehnke agreed to allow the DACC to review the tables that were included in their most
recent T32 competing application to determine what data elements could be extracted.

! DAP is the Diversity Action Plan. The name was changed to be more in line with the NIH diversity
programs. The goals of the DAP are the same as they were for the DAP



The DACC reviewed the tables and Treva Rice presented their findings which are summarized
here: (1) no single table included all of the information; (2) some tables had critical information,
such as GRE scores, but there were no names attached to them. (3)Tables 6, 9, 12 and the
Training Appointment Form (TAF) have most of the required information. (4) the instructions for
filling out the tables were ambiguous so that important information, such as dates, what “research
topic” means, area of training, especially interdisciplinary training, etc., was not consistently
represented.

There is additional key information which is not available on the tables, such as: (1) how to get
credit for students, especially URMS, that were recruited under the program and take advantage
of what the T32 program has to offer, but receive scholarships/fellowships from other sources. (2)
the need to know time to degree so that information about when graduate students matriculated
and when they completed their degree and how many years of T32 support they received. (3)
indicators of research progress, such as the award of fellowships, career awards, grants, etc. The
follow-up information was limited to publications and employment. It would be important to have
information about the past trainees’ publications, such as which ones were associated with the
training program and their employment history with dates.

The group indicated that it was more important to get key, in depth information on participants,
rather than a lot of information that provides very little detail about the individual’s research and
trajectory as in independent scientist. Regarding how often to collect follow-up information, it was
decided that every five years on the anniversary of the submission of the institutional training
grant application would be sufficient. ( It should be noted that a two year follow up was
recommended for participants in DAP programs.)

The generation of individual profiles of T32 trainees in REDCap (Research Electronic Data Capture)

will require that T32 program directors seek IRB approval to collect and share trainees’ personal data with
the DACC. The DACC will modify the IRB package that was prepared for the DAPs. A teleconference
training session will be set up with the T32 program directors to answer their questions. It was also noted
that some T32 training programs have DAPs associated with them. Those DAP participants must be
entered into REDCap.

NIH is in the process of developing a new set of tables. There is the possibility that institutes and centers
will have the flexibility to select which tables are more appropriate for the review of their applications.
Should this happen, NHGRI will work with the T32 program directors, the reviewers and the DACC to
determine which tables provide the maximum amount of useful information, both for review and
evaluation. In addition, the reviewers will be asked if they need information on all trainees of mentors and
departments or just the NHGRI supported trainees in order to evaluate T32 applications submitted to
NHGRI.

ACTION ITEMS:

o DACC will generate a list of data elements to be captured from the tables and data that will need
to be collected by the T32 program directors.

¢ DACC will modify the IRB package for T32 trainees.

o NHGRI will set up a training teleconference with the T32 Program Directors and the DACC to
review the IRB documents.

o NHGRI will provide an update on new tables as the information becomes available.



Session IB. IRB/REDCAP CONSULTATION WITH DACC

Approximately half of the DAPs have received IRB approval to share participants’ data with the DACC. In
order to facilitate the process at the individual institutions, a workshop was led by Karen Clark Laseter, a
member of the DACC. The purpose was to have a face-to-face discussion of the issues and to have
participants share helpful tips. The session was very informative to the participants.

The REDCap database was demonstrated and several helpful database suggestions were made: (1)
Add jobs such as humanitarian service (Peace Corps, AmeriCorps...), Clinical therapist; (2) Add MPH
and MD/PhD to educational levels; (3) Add a place to enter faculty research fields (genomics, biology...);
(4) Consider separating the options for African American, Black, and Negro to let a trainee choose
preference — we can always collapse to meet current guidelines; (5) Add unique identifier for the different
programs within an institution; (6) Allow for gender change; (7) For GPAs and test scores, add a field to
select if self-reported versus verified; (8) Add sub question to STEM — is trainee in medical health field; (9)
Consider obtaining GPAs only at point of entry and after subsequent degree completion; (10) Add end of
training date for each trainee; and (11) In publications, a) allow PubMed ID and/or citation, b) add words
“peer-reviewed” to screen/form for authored presentations, c) consider adding a new category for any
publications in which the trainee has been Acknowledged (not authored).

In addition to the database suggestions, there were many other helpful suggestions that might help with
completin% follow-up: Consider offering $5-$10 Amazon gift cards to the first 5 follow-up responders as
incentives”; create targeted email “nagging” to help get those who have not completed follow-up; and
ask alumni office to help contact trainees or use national student clearinghouse; etc.

ACTION ITEMS:
e DACC to make suggested changes to REDCap database upon approval.

The next step is to get those who have received approval to share their information with the DACC to
directly input their information into REDCap. Since the system has not been beta tested, it was
suggested that a couple of DAPSs, representing the full range of career levels test the system before
opening it up to all approved users. Lisa Peterson, Arizona State University/U Washington, and Eboney
Smith, The Broad Institute volunteered to beta test the system.

ACTION ITEMS:

e Those DAPs that do not have IRB approvals should continue to work with their institutions to
facilitate the process.

e The DACC will work with Lisa Peterson and Eboney Smith to beta test REDCap.

e DACC to send copy of our IRB to CalTech.

Session Il: DAP PROGRESS REPORT ON PAST TRAINEES

The main focus of this meeting was to determine the comprehensiveness of the data capture from past
trainees by each program. Because REDCap was not available to all participants, the DACC generated
an excel spreadsheet to capture a subset of the data elements in REDCap and a standard report format.
This spreadsheet, while useful, did not allow the implementation of “skip logic,” thus resulting in the
collection of some data elements that were not relevant to specific career levels. Nevertheless, it was

% It should be noted that government funds cannot be used for incentives.



sufficient to demonstrate what enrollment and follow-up information was available (or not) using the excel
spreadsheet generated by the DACC. The DACC also generated a standard report format that captured
data from the excel file that was then used by each program for reporting the results of their data capture
exercise. A summary of this enrollment and tracking exercise includes the following observations: (1)
program continuity is essential; change of training coordinators should be seamless. Pls are responsible
for ensuring continuity of information; (2) programs need to be more diligent and vigorous in ensuring
that ALL participants are added to the database, even though not all relevant cells can be filled; (3)
enrollment tables describing race and ethnicity for many programs were not consistent; (4) because most
participants are very mobile at this stage of their lives and career, updates should be at least every two
years; (5) short-courses were not included in the database; a new track should be added. (6) most
programs had more females than male participants. (7) most programs use networking means to contact
former participants, such as facebook, Linkedin, etc.

ACTION ITEMS:

e A new set of data elements for courses needs to be developed. The DACC will work with NHGRI
staff to generate a set of questions.

¢ Pls and training coordinators are responsible for collecting information on all participants starting
when the grant was funded, not when a new coordinator was hired.

¢ Pls and training coordinators must exhaust all possibilities to generate a comprehensive profile
on each participant and to collect follow up data.

e As soon as IRB approval has been obtained and REDCap has been “debugged,” Pls must enroll
and provide follow-up data on each trainee.

This exercise clearly demonstrated the need to have a central repository for data on DAP patrticipants for
several reasons: (1) when there is a change in Training Coordinators, files on participants are not always
transferred to the new; (2) when programs are terminated, data in individual program files are not saved,
and (3) common information on participants makes it easier to (a) consolidate information across
programs similar in career levels and training duration and programs and (b) evaluate similar career-level
programs.

FUTURE MEETINGS

Over the past several meetings, in both the fall and in February, most of our efforts have been focused on
getting questions related to enroliment and follow-up plans in order to address specific evaluation
guestions. Significant dedicated time at both these meetings has been devoted to this one effort.
Although we are not at the point where we have a comprehensive and perfect system, the NHGR staff
believes that we can accomplish much by having the fall meeting: (1) focus on program development
activities, such as inviting guest speakers who have conducted research or scholarly work on some
aspects of training; (2) have panels/workshops on best practices for improving program activities, such as
the post baccalaureate program or short courses; (3) discuss ways to encourage partnerships among
DAP participants and among DAP groups and other similar programs, etc. In an effort to be timelier with
concerns and issues, we will continue to have an “all hands” meeting in the fall and throughout the year
use on-line meeting tools such as gotomeeting, WebEXx, webinars, etc., to address timely issues, such as
a tutorials on the REDCap system and IRB package preparation for T32 program directors, etc.



APPENDIX |

National Human Genome Research Institute
National Institutes of Health

AGENDA
NHGRI Research Training Advisory Committee Meeting with DAP® Grantees
Eighth Annual Meeting

Arizona State University

Marriott Buttes Resort
Tempe, AZ

8:30 am October 26, 2010 - 1:00 pm October 27, 2010

PURPOSE OF MEETING: This meeting will have two sessions: (1) Session 1: Meeting with T32 Training
Directors to discuss plans for developing individual profiles on trainees and (2) Session 2: Meeting with
DAP grantees, including T32 Program Directors with DAP activities to: (a) review data on past
participants employing the spreadsheet and report format developed by the DACC in collaboration with
the DAP grantees and the Advisors to the Program; (b) discuss refinements of the spread sheet; (c) get
an update of problems encountered with IRB approvals; and (3) discuss topics, issues, concerns, etc
suggested by the participants, the advisors or the staff. Concurrent with Session | will be a session for
DAP participants who wish to discuss their issues of IRB approvals, use of REDCap, use of spreadsheet,
etc. with the DACC team.

Tuesday, October 26, 2010

8:30 am Registration
9:00 am Welcome and Introductions
Concurrent Session la: T32 Training Program2 (Kachina)

9:15 am Recap of Training Grant Presentation to Council
Bettie J. Graham

10:00 am Developing the System to Incorporate T32 Trainees into the Tracking Database
DACC

¢ DAPping Common Data Elements for DAP versus Proposed CDEs for
T32 Training Programs

e Pre-Test Using Data from Two Program

e Gap areas

¢ How/Where to Collect Information Not in Tables

12:00 pm Open Discussion

3 Diversity Action Plan, formerly Minority Action Plan



Concurrent Session 1b: IRB/REDCap Consultation with DACC* (Papago)

9:15 am - 12:00 pm This session is mandatory for DAPs that do not have approved IRB protocols.
However, all DAP participants are encouraged to attend this session if you have
guestions about IRB issues, REDCap, excel spreadsheets, etc.

12:30 Lunch

Session 2: DAP Progress Report on Past Trainees (Kachina)

1:30 pm Introduction
Bettie J. Graham
1:45 pm Process for Collecting Data and Generating the Report
DACC
2:30 pm Progress Reports (each presentation will be 15 minutes each for Q&A (30°

maximum per presentation)
A. Centers of Excellence in Genomic Sciences

Arizona State University/U. Washington
Yale/Stanford University (Snyder)
Johns Hopkins University

Stanford University (Kingsley)
University of Southern California
Harvard Medical School

Dana Farber Cancer Institute

California Institute of Technology

6:30 pm Adjourn

7:00 pm Dinner and Networking (on your own)

2 Concurrent Sessions



Wednesday, October 27, 2010

8:00 am Coffee
(Meet/Greet/Networking)
8:30-11:30 am Progress Reports Continued (each presentation will be 15 minutes each for Q&A

(30’ maximum per presentation)

B. Large Scale Sequencing Centers
The Broad Institute
Washington University, St. Louis
Baylor College of Medicine

C. Databases
Harvard University
University of California, Santa Cruz
The Jackson Laboratory

11:30-12:45 pm Working Lunch: Discussion and Feed Back

2011 Training Coordinators’ Meeting
(Potential Date: February 17-18, 2011)

1:00 pm Adjourn

1:30-4:00 pm Advisors/DACC/NHGRI Meeting (Closed Session - Papago)
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National Institutes of Health

Department of Health and Human Services

EIGHTH ANNUAL MEETING

NHGRI RESEARCH TRAINING ADVISORY COMMITTEE MEETING WITH DAP GRANTEES
HOST: Arizona State University

MEETING LOCATION:

Marriott Buttes Resort

2000 Westcourt Way
Tempe, AZ 85282

RESEARCH TRAINING ADVISORY COMMITTEE

Walter E. “Skip” Bollenbacher* *Kim J. Nickerson*

Integrated Learning Innovations University of Maryland, College Park
55219 Broughton Tydings Hall, Room 2141

Chapel Hill, NC 27517 College Park, MD 20742

(919) 370-9425 (301) 405-7599
skipbollenbacher@mac.com knickerson@bsos.umd.edu

*unable to attend
Gayle R. Slaughter*

Vanessa Northington Gamble* Baylor College of Medicine
The George Washington University MS-N215

2130 H Street, NW 1 Baylor Plaza
Washington, DC 20052 Houston, TX 77041

(202) 994-0978 (713) 798-6644
vhgamble@gwu.edu gayles@bcm.tmc.edu

Merna Villarejo

University of California, Davis
2530 Whittier Drive

Davis, CA 95618

(530) 756-2342
mrvillarejo@ucdavis.edu

* Was unable to attend the meeting.
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CENTERS OF EXCELLENCE IN GENOMIC SCIENCE

Anita Blanco

Stanford University

300 Pasteur Dr, M350
Stanford, CA 94305-5120
(650)723.6274
anita.blanco@stanford.edu

Andrew P. Feinberg

Johns Hopkins University School of Medicine
725 N. Wolfe St.

Baltimore, MD 21205

(410) 614-3489

afeinberg@jhu.edu

Scott E. Fraser

California Institute of Technology
1200 E. California Blvd.

MC 179-74

Pasadena CA, 91125

(626) 395-2790
sefraser@caltech.edu

Kimberly Lohrfink
Johns Hopkins University
5801 Smith Ave

McAuley Hall, STE 400
Baltimore, MD 21209
(410) 735-4100

E: klohrfil@jhu.edu

Lisa Peterson

University of Washington/Arizona State University
346 Loew Hall/Box 352180

Seattle, WA 98195-2180

(206) 685-2593

lisapete@u.washinton.edu

Michael Snyder

Stanford University/Yale University
300 Pasteur Dr, M344

Stanford, CA 94305-5120

(650) 723-4668
mpsnyder@stanford.edu

Simon Tavare’

University of Southern California
1050 Childs Way, RRI 201

Los Angeles, CA 90089-2910
(213) 740 — 1498
stavare@usc.edu

Lee Bitsoi

Harvard Medical School

77 Avenue Louis Pasteur, NRB 238H
Boston, MA 02115

(617) 432-5742
Ibitsoi@genetics.med.harvard.edu

Steven Finkel

University of Southern California

1050 Childs Way, RRI 201

RRI 201, Los Angeles, California 90089-2910
(213) 821-1498

sfinkel@usc.edu

David E. Hill

Dana-Farber Cancer Institute
44 Binney St

Boston, MA 02115

(617) 733-5293

david hill@dfci.harvard.edu

Seth Ruffins

California Institute of Technology
1200 E. California Blvd MC 179-74
Pasadena, CA 91125

(626) 398-2026
sruffins@caltech.edu

Vicky Schneider

Johns Hopkins University
5801 Smith Ave

McAuley Hall, STE 400
Baltimore, MD 21209
(410) 735-6219
vschneider@jhu.edu

Karen Burns White

Deputy Associate Director

Research Administration

Dana-Farber Cancer Institute

44 Binney Street - BP322A, Boston MA 02115
(617 )632-3244

karen burnswhite@dfci.harvard.edu

Elizabeth Zdunich

Training Coordinator

Research Administration
Dana-Farber Cancer Institute

44 Binney Street - BP322A,

Boston MA 02115

(617) 632-3028

elizabeth zdunich@dfci.harvard.edu
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LARGE SCALE SEQUENCING

Debra Murray

Human Genome Sequencing Center — Baylor
College of Medicine

One Baylor Plaza N1519

Houston, TX 77030

(713) 798 — 8083

ddm@bcm.edu

Eboney Smith

Broad Institute

7 Cambridge Center
Cambridge, MA 02142
(617) 324-1237
esmith@broad.mit.edu

TRAINING GRANTS

Michael Boehnke
University of Michigan
1420 Washington Heights
(734) 929 4882
Boehnke@umich.edu

Hannah Chervitz

University of Pennsylvania
1425 Blockley Hall
Philadelphia, PA 19104

(215) 746-2807
chervitz@exchange.upenn.edu

Jeanne Darling

Massachusetts Institute of Technology
32 Vassar Street G536

Cambridge, MA 02139

(617) 253-4294

darling@mit.edu

Jeanette Papp

University of California, Los Angeles
695 Charles E. Young Drive South
Los Angeles, CA 90095-7088

(310) 825-6204
jcpapp@mednet.ucla.edu

Janet Sinsheimer

UCLA

695 Charles E. Young Dr. South
Gonda 5309

Los Angeles, CA 90095-7088
(310)825-8002
janet@mednet.ucla.edu
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Cherilynn Shadding

Washington University in St. Louis
4444 Forest Park Blvd

(314) 286 — 1897
cshadding@wustl.edu

Michael Brent

Washington University

Room 5407B Forest Park Boulevard
Saint Louis, MO 63108
314-286-0210

brent@wuslt.edu

Susanne Churchill

Harvard-MIT

77 Avenue Louis Pasteur, c/o 250
Boston, MA 02115

(615) 525 - 4465
schurchill@partners.org

Louise Pape

University of Wisconsin-Madison
3445 Biotechnology Center

425 Henry Mall

Madison W1 53706

(608) 265-7935
Ipape@wisc.edu

Stas Shvartsman
Princeton University

248 Carl Icahn Laboratory
Princeton, New Jersey
(609) 258-7071
stas@princeton.edu

Eric Sobel

UCLA

695 Charles E. Young Dr. South
Gonda 5309

Los Angeles, CA 90095-7088
310-825-1111
esobel@mednet.ucla.edu



mailto:ddm@bcm.edu
mailto:esmith@broad.mit.edu
mailto:cshadding@wustl.edu
mailto:chervitz@exchange.upenn.edu
mailto:darling@mit.edu
mailto:jcpapp@mednet.ucla.edu
mailto:janet@mednet.ucla.edu
mailto:brent@wuslt.edu
mailto:schurchill@partners.org
mailto:lpape@wisc.edu
mailto:stas@princeton.edu
mailto:esobel@mednet.ucla.edu

Willie Swanson

University of Washington

Box 355065

Foege Building, room S143B
1705 NE Pacific Street

Seattle 98195-5065

(206) 616-9702
wswanson@gs.washington.edu

DATABASES

William Gelbart

Harvard University

16 Divinity Avenue, Room 4059
Cambridge, MA 02138

(617) 495-2906
Gelbart@morgan.harvard.edu

Sue McClatchy

The Jackson Laboratory
600 Main Street

Bar Harbor ME 04609
(207) 288 6431
smc@informatics.jax.org

Zia lsola

UC Santa Cruz

1156 High Street, CBSE-ITI
Santa Cruz, CA 95064
(831) 459-1702
isola@soe.ucsc.edu

Jason A. Thomas
University of New Mexico
Department of Biology
Albugquerque, New Mexico
jaseak@unm.edu

Data Analysis and Coordinating Center

Jeanne Cashman Treva Rice

Washington University School of Medicine in St. Washington University School of Medicine in St.
Louis Louis

660 S. Euclid Avenue, Box 8067 660 S. Euclid Avenue, Box 8067

St. Louis, MO 63110 St. Louis, MO 63110

(314) 362-3615 (314) 362-3615

jeanne@wubios.wustl.edu Treva@wubios.wustl.edu

Karen Clark Laseter

Washington University School of Medicine in St.
Louis

660 S. Euclid Avenue, Box 8067

St. Louis, MO 63110

(314) 362-2349

Karen@wubios.wustl.edu
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NHGRI STAFF

Eva Campbell (Technical Assistance)
National Human Genome Research Institute
National Institutes of Health

5635 Fishers Lane, Suite 4076/MSC 9305
Rockville, MD 20852-9305

(301)435-5662

campbelled@mail.nih.gov

Carla L. Easter

National Human Genome Research Institute
National Institutes of Health

Bldg 31, Room B1B55, MSC 2070

31 Center Drive

Bethesda MD 20892-2070
esterc@mail.nih.gov

Eric Green

National Human Genome Research Institute
National Institutes of Health

31 Center Drive, Bldg 31, B1C12/MSC 2070
Bethesda MD 20892-2070

(301) 496-0844

egreen@nhagri.nih.gov

Jeff Struewing

National Human Genome Research Institute
National Institutes of Health

5635 Fishers Lane, Suite 4076/MSC 9305
Bethesda, MD 20892-9305

(301) 594-6994

struewj@mail.nih.gov
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National Human Genome Research Institute
National Institutes of Health

5635 Fishers Lane, suite 4076/MSC 9305
Bethesda, MD 20892-9305

(301) 594-7116

cutiloc@mail.nih.gov

Bettie J. Graham

National Human Genome Research Institute
National Institutes of Health

5635 Fishers Lane, Suite 4076/MSC 9305
Bethesda, MD 20892-9305

(301) 594-6994

Bettie graham@nih.gov

Mark Guyer

National Human Genome Research Institute
National Institutes of Health

5635 Fishers Lane, Suite 4076/MSC 9305
Bethesda, MD 20892-9305

(301) 594-6994

mark guyer@nih.gov

Jeff Schloss

National Human Genome Research Institute
National Institutes of Health

5635 Fishers Lane, Suite 4076/MSC 9305
Bethesda, MD 20892-9305

(301) 594-6994
schlossj@exchange.nih.gov
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