
 
 

NATIONAL HUMAN GENOME RESEARCH 
INSTITUTE/NIH/DHHS 

 
 
 

SUMMARY 
 

FOURTH WORKSHOP  

OF THE  

MAP TRAINING COORDINATORS 

 
18 FEBRUARY 2010 

The Legacy Hotel and Meeting Centre, Rockville Maryland 20852 

 

19 FEBRUARY 2010 

Terrace Level Floor Conference Room 

5635 Fishers Lane 

Rockville, MD 20852 

 

 

 

 



 2 

TABLE OF CONTENTS 
 

FOURTH WORKSHOP  

OF THE  

MAP TRAINING COORDINATORS 

TOPIC        PAGE 

I.  Introduction        3 

II.   NHGRI Director’s Presentation     3 

III. Career Transition Panel      4   

IV. Training Coordinators’ Topics     5 

V.  Workshop on the IRB Process       6  

Acknowledgement       8 

Note #1On Clarification of Tracking Responsibility  8   
       

Note #2 On Fall 2010 Meeting Date/Place    9 

APPENDICES 

I.   Agenda and Abstract       11 

II. Roster          15 

III. REDCap Demonstration       18 

IV. Elements of Informed Consent      21   
            
  



 3 

SUMMARY 

 

FOURTH WORKSHOP  

OF THE  

MAP TRAINING COORDINATORS 

 

I.  INTRODUCTION 

In September 2009, the NHGRI made an award to Washington University, St. Louis to develop a 
data analysis and coordinating center (DACC) which would be a comprehensive system to track 
and evaluate its MAP and research training programs and to provide reports that would 
demonstrate NHGRI’s progress in meeting its goal of increasing the number of underrepresented 
minorities participating in genomics research.  Over the past several years, the training 
coordinators had developed a list of common data elements (CDEs) that they would like to see 
gathered on each trainee.  Because our programs are varied and small, more useful data could 
be obtained by consolidating information across like programs.  At the Fall 2009 meeting, the 
group developed a list of questions they felt would address how progress can be assessed.  The 
DACC mapped the CDEs against the questions to develop the questionnaire for participants.  
The DACC needs IRB approval from participating centers before it can collect and analyze data 
from the various programs.  The other activities that were part of the meeting were: (1) a 
discussion with Eric D. Green, the newly appointed Director, NHGRI; (2) a panel discussion by 
MAP trainee (Anne Marie Noronha) and her mentor (Sarven Sabunciyan); and (3) several 
discussion topics of interest to the Training Coordinators, focusing on recruitment. The Agenda 
(Appendix I) and Roster (Appendix II) are attached. 

 
II.  DIRECTOR’S PRESENTATION 

Eric D. Green, the recently appointed Director, National Human Genome Research Institute, 
discussed his vision for NHGRI.  He started off by describing his path to NHGRI and genomics, 
starting with a postdoctoral fellowship with Maynard Olson, one of the genome pioneers, a faculty 
member at Washington University, a Branch Chief and then the Scientific Director of NHGRI’s 
Division of Intramural Research.  His appointment as Director, NHGRI was official 1 December 
2009. 

Eric gave a brief history of the Institute’s planning activities which started in 1991 and have 
continued throughout the program.  He noted that the past planning activities have put NHGRI in 
a good position to spearhead new technologies and resources for genomics.  The community has 
recognized the importance of the Human Genome Project (HGP) by including it in the top ten 
medical advances in the first decade of the 21

st
 century.  These discoveries have resulted in a 

plethora of data and resources that have the potential to provide brand new opportunities, if we 
are able to analyze and use these data to improve the health of the American people.  The next 
phase of genomics will be to fill in the gaps that will get us from the HGP to the realization of 
genomic medicine.  NHGRI is now beginning a new planning process which will culminate in a 
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publication by the end of the year.  Research has already been started on this path forward.    
Some of the progress along the path includes: (1) Interpreting the Human Genome Sequence 
(comparative sequencing, the Encyclopedia of DNA Elements (ENCODE) and the model 
organism ENCODE; (2) Implicating Genetic Variants with Human Disease (HapMap, Genome 
Wide Association Studies (GWAS), and Genes and Environment Initiative (GEI); and (3) 
Interpreting the Human Genome Sequence ($1000 Genome, 1,000 Genomes and The Cancer 
Genome Atlas).  Computational and information bottlenecks must be addressed, which will 
require getting the balance right between DNA sequence production and bioinformatics analyses.  
The Director was optimistic that NHGRI and the community, together, will be able to solve these 
problems. 

Whatever NHGRI does in the future will mesh with the new NIH research agenda, which was 
discussed by Francis Collins, Director, National Institutes of Health, in an article published in 
Science. 2010 Jan 1; 327(5961):36-37.  The five themes are: (1) High –Throughput 
Technologies; (2) Translational Medicine; (3) Benefiting Health Care Reform; (4) Focusing More 
on Global Health; and (5) Reinvigorating and Empowering the Biomedical Research Community. 

III. CAREER TRANSITION PANEL 

Vicky Schneider, Training Coordinator for the Johns Hopkins University (JHU) CEGS, arranged 
for Anne Marie Noronha, a former participant of their MAP program and currently a freshman at 
Johns Hopkins University majoring in Cellular and Molecular Biology, and Sarven Sabunciyan, 
her mentor and a Research Associate in the Stanley Division of Developmental Neurovirology at 
JHU to discuss their experiences as trainee and mentor, respectively.   

Anne Marie described her first laboratory research experience which was on Muscular Dystrophy 
where she learned laboratory protocol and critical laboratory techniques.  From that experience 
she was able to prepare a poster at the end of the six-week session.  Her second project was on 
schizophrenia, where she learned additional laboratory techniques.  As a freshman, she 
continues to devote 11 to 12 hours per week on her research project.  Sarven mentored Anne 
Marie on her second project and in her current research experience.  Other program activities 
that Anne Marie found useful were her ability to do lab rotations, talk with other principal 
investigators about their research, and take a course in biology.  She said that without the MAP 
experience she would have pursued science, but would not be involved in research to the extent 
that she is now, and that she would not have the confidence to do research.  She also stated that 
the genetics/genomics perspective helped her focus on what she wanted to do in the future, since 
the Center for Talented Youth, which partners with the MAP program, is focused on producing 
scholars in all fields.  Her goal is to get a Ph.D. and her parents are okay with that choice.  Anne 
Marie would like to have had a 12 week experience while she was in high school, but this was not 
possible because the way her academic high school year was structured.  She also mentioned 
that adjusting to life as a freshman was easy, given her experience in the MAP program. 

Sarven conducts his research in a clinical laboratory.  Students are an essential part of a 
research laboratory so it is important that he has access to students at all levels to participate in 
his research projects.  He views training and mentoring students as an essential part of his “job 
description.”  His goal is to get students to work unsupervised.  His ideal trainee is one who is 
interested in science and has some research experience.  His method of recruiting students is by 
word of mouth.  Currently he has a “pipeline” of students from Towson University and the 
University of Utah. He ensures that students have a successful experience by training them in 
laboratory safety, giving students projects according to their experiences and capabilities, letting 
them know that if something goes wrong, it is not a disaster, explaining to students why each step 
in a procedure is important which reduces the number of mistakes they make, giving students 
more difficult tasks as their laboratory skills and acumen increase, etc. For summer students, he 
encourages them to return for a second summer because he and they can capitalize on the 
research experiences from the past year.  Sarven found out about the program from a colleague 
and feels that the programs could be more widely advertised.  The fact that the MAP provides 
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some funding for the research is a plus in his participation.  As is true for most universities, 
scientists do not get recognition for mentoring, but students are very appreciative of the 
opportunity. 

 

IV. TRAINING COORDINATORS’ TOPICS OF INTEREST  

 

 What program activities make the biggest impact on transitions? 
 

o Provide professional development activities that focus on getting students into 
graduate school. 

o Facilitate a round table discussion with a panel of postdoctoral fellows who will 
share their professional and social experiences. 

o Enrich students’ experience in the sciences, such as scientific seminars featuring 
emerging issues in science. 

o Expose students to scientists, especially URMs. 
o Provide networking experiences with scientists pursuing alternative careers in 

addition to academicians; encourage students to approach scientists and talk 
with them about their interests. 

o Invite URMs from biotechnology and start-up companies to give seminars. 
o Provide opportunities for URMs who are scattered through the university 

community an opportunity to get together for science or social activities. 
o Encourage students to read, The Only Black Student by Lull Mengesha, a road 

map for social and academic success (http://dailyuw.com/2009/12/8/only-black-
student/). 

o Role play to encourage students to ask for help from a professor. 
o Help students avoid the “Imposter Syndrome” where an individual remains 

convinced internally s/he does not deserve the success s/he has achieved and is 
actually a fraud.  Proof of success is dismissed as luck, timing, or as a result of 
deceiving others into thinking s/he is more intelligent and competent than s/he 
believes.

  
It is typically associated with academics and is widely found amongst 

graduate students. 
o Provide prep courses around standardized tests. 
o Teach students to “speak the language of science” by participating in journal 

clubs and giving them critical thinking skills.  
o Have students present posters of their research. 

 

 How do you measure the success of your recruitment strategies? 
Success was defined as getting the type of student you are targeting; the ratio of the 
applicant pool to those who accepted; is a dynamic measure, multifaceted, and can be 
changed. 

o Marketing is important.  As the number of applications increase, the larger the 
pool of applicants you have to select from and the more likely you will get the 
students you wish to target.  Send thank you notes to professors who sent 
students to your program, include copies of the students’ poster sessions as an 
indication of what they did during their time with you.  Ask participants to act as 
recruiters on their campuses for your program. 

o Meeting demographic needs of the program, having a large ratio of number of 
applicants versus number of applicants selected and a small ratio of number of 
participants selected versus number of participants that completed the program 
and successfully transitioned to the next level in a STEM field. 

o Utilizing various types of communication such as e-mail, snail mail, phone calls, 
social networking, and face-to-face meetings. 

o Attending national meetings are only productive when you are active participants: 
judging posters; presenting a platform or plenary talk; talking with students, their 

http://dailyuw.com/2009/12/8/only-black-student/
http://dailyuw.com/2009/12/8/only-black-student/
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mentors and department chairs; following up on contacts at the meeting.  
Handing out cards or sitting at booths do not increase your applicant pool.  

o Identifying students who have a real interest in becoming researchers versus  
enhancing their CV.  Some way of assessing the students’ interest in research as 
a career is looking at their extracurricular activities, determining their interest in 
and passion for research, reviewing their personal statements, assessing the 
student’s order of intent for MD, MD/Ph.D. and Ph.D. studies, etc to see if these 
align with the students’ stated interests. 

o Helping students understand what a Ph.D. researcher does is important, since so 
few role models are readily available to most URMs.  

 

 How to increase the number of students interested in genomics? 
 

o Convey the idea that there are many complex diseases, such as diabetes, 
cardiovascular diseases, etc. that are difficult to prevent or treat and that 
genomics has the potential to solve these problems and to help us understand 
what makes us healthy. 

o Market genomics through social networking, such as Face Book, blogs, web 
pages, etc. 

o Teach a course or seminar on genomics. 
o Start biotech or journal clubs that focus on genomics; bring in researchers 

involved in genomics research. 
o Post flyers around the campus alerting a larger group of students about 

seminars, courses, etc. 
o Create a “pre-genomics track,” similar to a “pre-Med” track to establish a 

genomics pipeline. 
o Aggressively recruit students from community colleges by bringing students and 

faculty to campus for lectures or going to their institutions to give lectures to their 
students. 

o Many young students many not really know what career path to take; training 
coordinators should embrace them as long as they want to do research. 

 
V.  WORKSHOP ON THE IRB PROCESS 

The goals of the workshop were to: (1) provide information about IRB approvals of research 
education programs and (2) develop key working documents for IRB package.  Participants were 
asked to come to the meeting with knowledge about their own institution’s IRB requirements for 
submission of an IRB package.  The expertise of the DACC Team was complemented by 
Caroline Szymeczek and Dawayne Whittington, two experts in evaluating NIH research training 
programs and submitting IRB packages to institutions in order to perform data analyses.   
 
Generating a Profile on Each Participant.  The first session was led by Treva Rice who 
discussed the questionnaire and the importance of collecting accurate data on trainees.  There 
are 60 programs in 24 institutions and most of the programs have small numbers of participants.  
One of the reasons for collecting data centrally is to allow participants to be tracked once funding 
for the original institution ends.  It was decided that grantees should develop a tracking profile on 
past, current and future participants.  The data to be collected are those CDEs that were mapped 
against the questionnaires from the Fall meeting.  The CDEs are arranged in domains: 
participant’s personal identifiers and background information; test scores and GPA; current 
degree(s); current MAP program information; participation in other enrichment programs; and 
accomplishments.  The grantees will decide who inputs the data (e.g. training coordinator or 
trainee), but grantees are expected to check the data for accuracy before sending to the DACC.   
 
The DACC has implemented the Research Electronic Data Capture (REDCap) program for data 
storage.  The database is a secure, web-based application designed exclusively to support data 
capture for research studies. It has an intuitive data entry interface with data validation and audit 
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trails for tracking and manipulating data,  export procedures for seamless data downloads to 
common statistical packages (SPSS, SAS, Stata, R, Excel), procedures for importing data from 
external sources, and advanced features, such as branching logic and calculation fields.  This 
system was developed at Vanderbilt University and was set up for use in clinical research by  
more than 80 active institutional partners in an international consortium of CTSA (and other) 
funded institutions.  REDCap will provide services through Washington University in St. Louis, to 
MAP grantees using “Side-door” accounts, and access is through internet connection and a web-
browser.  The DACC will work closely with the grantees to ensure that the data entry runs as 
smoothly as possible.  The online data entry system is user friendly: point and click, very 
convenient / intuitive, allows data to be entered in an excel spreadsheet or online; and allows for 
additional unique questions for individual programs (if requested).  It is anticipated that data entry 
will start in the summer of 2010.   
 
Karen Clark Laseter of the DACC gave a demonstration of REDCap which can be found in 
Appendix III. 
 
Donna Jeffe of the DACC gave a presentation on the IRB process.  She described the two areas 
of consent needed: (1) past and present MAP participants and (2) future MAP participants and 
the basic elements of the informed consent document which are: (1) background; (2) purpose of 
the research; (3) participants, including working with minors; (4) research procedures, including 
data entry and remuneration; (5) participant privacy; (6) security of sensitive data; (7) risk 
involved to research participants; and (8) names of PI and Co-PI and other contacts, as 
appropriate. A description of Donna’s presentation can be found in Appendix IV. 
 
The DACC has approval for the project, but the University’s IRB will not allow the DACC to 
receive any information from grantees until they have received IRB approvals from their own 
institutions.  It was suggested that if participants could have a unique ID that would follow them 
throughout their career, that this would be very helpful to the DACC.   One suggestion was to see 
if participants could get an eRA Commons ID.   
 
Some of the agreed-upon ground rules were: individuals would never be identified in publications 
or presentations of the data; only aggregate data would be used in publications/presentations; 
and any publications/presentations of these collective and consolidated data would be co-
authored by the DACC team and the grantees. 

 
Action Items:   

 Can participants get eRA Commons ID? NHGRI responsibility. 

NOTE:  NHGRI staff did speak with the eRA help desk regarding this issue.  eRA 
accounts are created by the institution, specifically the Signing Official or her/his 
representative.  Trainees can get accounts, but it is up to the institution.  The eRA 
account information follows the individual.  If an individual forgets that s/he has an eRA 
account, when they apply to NIH for funding there is a program to try and eliminate 
duplicate accounts.  Information about how accounts are created are in Appendix V. 

 How many trainees are supported at each career level for each program? Grantees’ 
responsibilities 

 Who will provide data on mock (not actual) participants to beta test the questionnaire? 
(volunteers or drafted by HG) 

 

Preparing for the IRB Process 

Caroline discussed the DHHS policy on human subjects research 
(http://www.hhs.gov/ohrp/policy/). Some of the key points that she made were: DHHS defines 
“research” (in part) as a systematic investigation designed to contribute to generalizable 

http://www.hhs.gov/ohrp/policy/
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knowledge and regards “human subjects” as individuals about whom data is collected with 
individual or identifiable private information.  It was decided that the collection and analyses of 
data and the potential that grantees would want to publish on their findings would now make this 
initiative a research project and thus requiring IRB approval.  

The DACC team, Caroline, and Dawayne provided significant information about what the IRB 
packages include, model informed consent documents, etc.  This information was placed on a CD 
and made available to all participants.  Training Coordinators were asked to come to the meeting 
knowledgeable about their own institution’s IRB process.  It was reiterated many times over that 
no two IRBs operate the same.  It was also recommended that before starting the IRB process 
that Training Coordinators visit their IRB office, tell them exactly what they are doing (including, 
noted Caroline, what they are doing with respect to their own MAP evaluation) and ask the officer 
what the Training Coordinator needs to do in order to submit an acceptable and complete IRB 
package.  Everyone agreed that it is better to understand up front what is needed, rather than 
have to continually go back and forth to get the package accepted.  

After this general discussion, the participants were divided into two drafting sessions: (1) 
Informed Consent led by Donna and Caroline and (2) IRB application (purpose, benefits, risks, 
data analysis, confidentiality of data, data security, etc. let by Dawayne and Treva.  Both groups 
had very lively and interactive discussions and came up with drafts that are now being checked 
by the DACC for consistency, completeness, etc.   

Some of the items that should be included or need to be addressed in the model IRB package 
are: 

 Consent to use pre-existing data or to be able to contact previous participants to collect 
information; 

 Consent to allow the DACC to collect and analyze the data; 

 Consent to allow the DACC to have access to personal identifiers for the purpose of long-
term tracking; 

 Consistency between what is in the draft informed consent document and the draft IRB 
application. 

IRB packages should be complete and comprehensive.  Any changes require an amendment to 
the IRB package.  Also, the IRB approvals must be renewed annually.  The advisors and the 
experts all expressed the sentiment that this is not a daunting task, if you know what the 
requirements are.   

The DACC will develop a “model” IRB package that grantees will be able to use as a starting 
point for their IRB process.  After the package is finalized, NHGRI will set up a teleconference 
with training coordinators, DACC, Caroline, and Dawayne and our Advisors to discuss the final 
version.  The goal is then to put this up on the web for future grantees. 

 

ACKNOWLEDGEMENT:  A special thanks to Jeanne Cashman for her help with note taking 
during the workshop. 

 

#1 NOTE OF CLARIFICATION ON TRACKING RESPONSIBILITIES:  

 Training coordinators are required to track participants for ten years.  This has been and 
will always be their responsibility as long as they receive funding from NHGRI.  This is 
NOT a DACC responsibility until after the ten-year period.  The big issue comes when 
grants are terminated; in this case the expectation is that the DACC will have access to 
the original records on past participants and will be able to track them. 

 Whereas our focus now is to get a profile on current trainees, the expectation is that 
training coordinators will provide records of past participants.  It may not be possible to 
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have complete information on past participants, but training coordinators have always 
had a requirement to track trainees, and thus, should have some records. 

 

#2 NOTE:  The date/place for the annual Fall MAP Meeting has been confirmed: October 
26-27 in Tempe (Phoenix) AZ ; hosted by Arizona State University.  
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APPENDIX I 

 
 

2010 TRAINING COORDINATORS WORKSHOP 
 

18 February 2010 
6:30 p.m to 10:00 p.m 

The Legacy Hotel and Meeting Centre 
1775 Rockville Pike 

 Rockville, MD  20852 
 

19 February 2010 
8:00 a.m. to 4:00 p.m.  

5635 Fishers Lane (Terrace Level Conference Room) 
Rockville, MD 20852 

 
 
 

18 February 
 

THE LEGACY HOTEL AND MEETING CENTRE 
 

Rockville, Maryland 
 

 
6:30 p.m. Meet/Greet/Networking 
 
6:45  Welcome and Introductions 
 
7:00 Panel Discussion:  

A Successful Transition from High School to College via the MAP  
  
  Vicky Schneider 

Coordinator, Center Scholars Program 
Center for Talented Youth (CTY) 
Johns Hopkins University 
 
Anne Marie Noronha 
Former Participant in CTY  
Participant in Summer Research Program 
Currently Undergraduate Student at Johns Hopkins University 
 
Sarven Sabunciyan 
Mentor  
Associate Professor 
Stanley Division of Developmental Neurovirology 
Johns Hopkins University School of Medicine 

 
8:00   Break 
 
8:30 Training Coordinator Generated Topics (30 minutes per topic) 

http://cty.jhu.edu/about/centerscholar_index.html


 11 

 
How to market genomics to undergraduate students:  Getting beyond “What is 
it?” (Jason Thomas and Ken Nelson) 

 
 Recruitment: measuring success; determining which strategies are most 

effective; and sharing information on novel and effective strategies 
 (Boston Area MAP)  
 
         What program activities make the biggest impact on transitions? 
   (Boston Area MAP) 
   
10:00  Adjourn 

 
Agenda Continued on Next Page 
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19 February 
  

Terrace Level Conference Room  
5635 Fishers Lane Rockville, MD 

 
Workshop on the IRB Application Process  

 
Purpose: (1) To provide information about IRB approvals of research education programs 
and (2) To develop key working documents for IRB package. 
 
Prerequisite:  Come to the meeting with knowledge about your own institution’s IRB 
requirements for submission of an IRB package. 
 
Expected Workshop Outcome:  Participants will have information needed to submit IRB 
packages to their institutions within six weeks of meeting. 
 
7:30 a.m. Network and Continental Breakfast 
 
8:00 Mapping the Common Data Elements against Questions related to Success of 

MAP  
Data Analysis and Coordinating Center (DACC) 
 
MAP ACTION ITEMS: (1) Use the spreadsheet immediately to develop 
database of participants. (2) Provide “data on three mock participants” to 
the DCC by 5

th
 March. 

 
9:00  Workshop on Preparing Documents for IRB Approval for Education Research 
 
  Session I:  Panel Discussion:  Real Live Experiences with IRBs  
 
    Caroline Szymeczek 
    Dawayne Whittington 
    Donna Jeffe (DACC Team) 
 
10:00  Session IIA:  Nuts and Bolts of the IRB Package   
                           

Overview by Treva Rice (DACC Team) 
 
    
11:00  Eric Green, M.D., Ph.D. 

Director, National Human Genome Research Institute 
 
 
11:30  Session IIB:  Breakout Groups to Develop Core Documents for IRB Package 

 
   Group 1: Informed Consent 
   Documents for Drafting 
   Coordinators:  Donna Jeffe and Caroline Szymeczek; 

 

Group 2: Application Form (e.g., purpose, benefits, risks, data 

analysis, confidentiality of data, data security, etc. 
   Documents for Drafting 
   Coordinators: Treva Rice and Dawayne Whittington;  
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12:00  Lunch 
 
1:00  Session IIB Continued 
 
2:00  Break 
 
2:30  Working Group Reports and Discussion 
  
  MAP ACTION ITEMS:  Submit IRB Package to Institution by April 5. 

 
3:30  Help Desk/Time Lines/Next Steps 
 
4:00  Adjourn 
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APPENDIX II 
 

 

 

 

 

 

National Human Genome Research Institute (NHGRI) 
National Institutes of Health 

 

Department of Health and Human Services 

 

NHGRI 2010 Training Coordinators Workshop 

 

18 February 2010  

 

The Legacy Hotel 

1775 Rockville Pike  

Rockville, MD 20852 
 
 

19 February 2010 
Terrace Level Conference Room 

5635 Fishers Lane 
Rockville, MD  20852 
PARTICIPANTS’ LIST 

 
 

 
Expert Consultants 

Dawayne Whittington 

Strategic Evaluations, Inc 
5501 Woodberry Road 
Durham, NC 27707-5358 
(919) 403 -9584 

dawayne@ncstrategic.com 

 
Caroline Szymeczek 
President, Integrated Learning Innovations 
55219 Broughton 
Chapel Hill, NC  27517 
919.370.9425 
caroline@ilearningi.com  
 

Transition Panelists 
 

Anne Marie Noronha 
Former Participant in CTY  
Participant in Summer Research Program 
Undergraduate Student (Major – Molecular and Cellular Biology)  
Johns Hopkins University 

mailto:caroline@ilearningi.com
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Sarven Sabunciyan 
Mentor  
Associate Professor 
Stanley Division of Developmental Neurovirology 
Johns Hopkins University School of Medicine 

 
 

RESEARCH TRAINING ADVISORY COMMITTEE 
 

Walter E. “Skip” Bollenbacher  
Integrated Learning Innovations  
55219 Broughton   
Chapel Hill, NC 27517   
(919) 370-9425    
skipbollenbacher@mac.com   
   
Vanessa Northington Gamble  
The George Washington University 
2130 H Street, NW   
Washington, DC 20052   
(202) 994-0978    
 vngamble@gwu.edu    
*unable to attend  
 
Merna Villarejo 
University of California, Davis 
2530 Whittier Drive 
Davis, CA 95618 
(530) 756-2342 
 mrvillarejo@ucdavis.edu    

Kim J. Nickerson 
University of Maryland, College Park 
Tydings Hall, Room 2141 
College Park, MD 20742 
(301) 405-7599 
knickerson@bsos.umd.edu  
 
Gayle R. Slaughter 
Baylor College of Medicine 
MS-N215  
1 Baylor Plaza 
Houston, TX 77041 
(713) 798-6644 
gayles@bcm.tmc.edu  
 
 

 

   

 
CENTERS OF EXCELLENCE IN GENOMIC SCIENCE 

Adeyemi Adesokan 

Harvard Medical School 
77 Ave Louis Pasteur 
Boston , MA 02115 
 (949) 351- 9954 
yemi@genetics.med.harvard.edu 

 
Kenneth Nelson 

Yale University 
MCDB, KBT 716, PO Box 208103 
New Haven, CT 
(203) 432 – 5013 
kenneth.nelson@yale.edu  
 
Seth Ruffins     
California Institute of Technology  
Pasadena, CA 91125    
(626) 398-2026     

Steven Finkel 
University of Southern California 
1050 Childs Way, RRI 201 
RRI 201, Los Angeles, California 90089-2910 
(213) 821-1498 
sfinkel@usc.edu 
 
Lisa Peterson  

University of Washington 
UW GenOM Project, Box 352180 
Seattle, WA 98195-2180 
(206) 685-2593 
lisapete@u.washington.edu 
 
Vicky Schneider 
Johns Hopkins University 
5901 Smith Avenue, McAuley Hall Ste 400 
Baltimore, MD 21209 

mailto:skipbollenbacher@mac.com
mailto:vngamble@gwu.edu
mailto:mrvillarejo@ucdavis.edu
mailto:knickerson@bsos.umd.edu
mailto:gayles@bcm.tmc.edu
mailto:yemi@genetics.med.harvard.edu
mailto:kenneth.nelson@yale.edu
mailto:sfinkel@usc.edu
mailto:lisapete@u.washington.edu
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sruffins@caltech.edu 

 
 
Karen Burns White*** 
Dana-Farber Cancer Institution 
44 Binney Street BP322A 
Boston, Massachusetts 02115 
617-632-3244 
Karen_burnswhite@dfci.harvard.edu 
 

(410) 735 6219  
vschneider@jhu.edu 
 
Elizabeth Zdunich 

Dana-Farber Cancer Institution 
44 Binney Street BP322A 
Boston, Massachusetts 02115 
617-632-3028 
elizabeth_zdunich@dfci.harvard.edu 
 

 

 

 

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 
 

Cherilynn R. Shadding 

Washington University-School of Medicine 
4444 Forest Park Blvd.-Campus Box 8501 
St. Louis, MO 63108 
314-286-1897 
cshaddin@genome.wustl.edu  

 

TRAINING GRANTS 
 

 

Anita Blanco 

Stanford University 
300 Pasteur Dr, M350 
Stanford, CA 94305-5120 
(650) 736-7435 
Anita.blanco@stanford.edu 
 
Susanne Churchill 

Harvard-MIT Division of Health Sciences 
&Technology (HST) 
77 Avenue Louis Pasteur, c/o 250 
Boston, MA 02115 
(615) 525 - 4465 
schurchill@partners.org 
 
Dawn Keene 
University of Michigan 
1420 Washington Heights 
Anne Arbor, MI 48109 
734-467-3944 
dnke@umich.edu   

Hannah Chervitz    

University of Pennsylvania   
4125 Blockley Hall    
423 Guardian Drive    
Philadelphia, PA 19104    
(215) 746-2807     
chervitz@exchange.upenn.edu 
 
Tiffany Comtois-Dion 

University of California, Los Angeles 
695 Charles E. Young Drive S. Gonda 6506 
Los Angeles, CA 90095-7088 
310-206-0920 
tcomtois@mednet.ucla.edu 
 
Jeremy Morris 
Stanford University 
300 Pasteur Dr. M350 
Stanford, CA 934305 
650-736-7435 
jeremy.morris@stanford.edu 

mailto:sruffins@caltech.edu
mailto:Karen_burnswhite@dfci.harvard.edu
mailto:vschneider@jhu.edu
mailto:elizabeth_zdunich@dfci.harvard.edu
mailto:ddm@bcm.edu
mailto:esmith@broad.mit.edu
mailto:cshaddin@genome.wustl.edu
mailto:Anita.blanco@stanford.edu
mailto:schurchill@partners.org
mailto:dnke@umich.edu
mailto:chervitz@exchange.upenn.edu
mailto:tcomtois@mednet.ucla.edu
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Louise Pape 
University of Wisconsin-Madison 
3445 Biotechnology Center 
425 Henry Mall 
Madison WI 53706 
(608) 265-7935 
lpape@wisc.edu 
 

 
 
 
 
Susan Powell 
Princeton University 
Lewis-Sigler Institute, 142 Carl Icahn Labs, 
Princeton, NJ 08544 
609-258-1895 
smpowell@princeton.edu 
 

   

DATABASES 
 

 

Zia Isola 
Center for Biomolecular Science & 
Engineering 
University of California, Santa Cruz 
1156 High Street 
Santa Cruz, CA 95064 
(831) 459-1702 
isola@soe.ucsc.edu 
 
Jason Thomas 
University of New Mexico 
Albuquerque, NM 87131 
(505) 270 – 7457 
Jaseak@umd.edu 
(Representing the Harvard University 
Flybase) 
  

Susan McClatchy 
Mouse Genome Informatics 
The Jackson Laboratory 
600 Main Street 
Bar Harbor ME 04609 
207 288 6431 
smc@informatics.jax.org 
 
 

 

 

Data Analysis and Coordinating Center 
DC Rao 
rao@wubios.wustl.edu 

Treva Rice 
treva@wubios.wustl.edu 

Karen Clark Laseter 

Karen@wubios.wustl.edu  
Jeanne Cashman 
Jeanne@wubios.wustl.edu 
Donna Jeffe 
djeffe@dom.wustl.edu  

Washington University in St. Louis, School of Medicine 

660 South Euclid 

St. Louis, MO 63110 

(314) 362 – 3608 

 

 
 

NHGRI STAFF 

mailto:lpape@wisc.edu
mailto:smpowell@princeton.edu
mailto:Jaseak@umd.edu
mailto:smc@informatics.jax.org
mailto:rao@wubios.wustl.edu
mailto:treva@wubios.wustl.edu
mailto:Karen@wubios.wustl.edu
mailto:Jeanne@wubios.wustl.edu
mailto:djeffe@dom.wustl.edu
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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, Room 4B09 
Bethesda, MD 20892-9305 
(301) 594 7185 
egreen@nhgri.nih.gov    
 
    

Christine Cutillo (Analytical Assistance) 

National Human Genome Research Institute 
National Institutes of Health 
5635 Fishers Lane, Suite 4076/MSC 9305 
Bethesda, MD 20892-9305 
(301) 594-7116 
cutilloc@mail.nih.gov 
 
 
Bettie J. Graham    

National Human Genome Research Institute 
National Institutes of Health   
5635 Fishers Lane, Suite 4076   
Bethesda, MD 20892-9305   
(301) 496-7531     
Bettie_graham@nih.gov  
 
Mark Guyer 

National Human Genome Research Institute 
National Institutes of Health 
5635 Fishers Lane, Suite 4076 
Bethesda, MD 20892-9305 
(301) 496-7531 
Mark_guyer@nih.gov  
 
  

 

 

 

 

 

 
 

 

 

 

 

 

 

 

mailto:campbelled@mail.nih.gov
mailto:esterc@mail.nih.gov
mailto:egreen@nhgri.nih.gov
mailto:cutilloc@mail.nih.gov
mailto:Bettie_graham@nih.gov
mailto:Mark_guyer@nih.gov
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APPENDIX III 
 
 

DACC REDCap Demonstration 
 
 
 
Data Entry System:  REDCap [Research Electronic Data Capture] 

 DATABASE 
o Secure, web-based application designed exclusively to support data capture for 

research studies.  
o An intuitive data entry interface  (data validation) 
o Audit trails for tracking data manipulation and export procedures 
o Automated export procedures for seamless data downloads to common statistical 

packages (SPSS, SAS, Stata, R, Excel)  
o Procedures for importing data from external sources 
o Advanced features, such as branching logic and calculated fields  
 

• REDCap  
– Initiated at Vanderbilt University and  
– Includes more than 80 active institutional partners  

• International consortium of CTSA (and other) funded institutions  
– Services are available for MAP through Washington University in St. Louis  

• “Side-door” and User accounts will need to be requested. 
• Then you need only:  Internet connection and web-browser 

• REDCap  
– Will work closely with each training program to ensure things run as 

smooth as possible 

– Online data entry system 
• Point and click 
• Very convenient / intuitive 
• Everybody answers these COMMON data elements 
• Another option: Can enter data in excel spreadsheet  
• BONUS:  REDCap allows for additional unique questions for 

individual programs (if requested) 
– Common Data Entry Starts 2010 (Summer) 

 
 
DACCMAP and REDCap website demo / Karen Clark Laseter 
 

DACCMAP Program website created:  http://www.biostat.wustl.edu/daccmap 
• Still under development 
• Will have separate links to public and private sections, including a direct link to the 

REDCap DES 
 
REDCap website 

• Each user will have unique login and will only be able to see their own institution’s data. 
• The site can provide descriptive statistics for your own data, such as: 

http://www.biostat.wustl.edu/daccmap
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• It will also provide an audit trail of all changes to and exports from the database: 

 
 
 

• Data entry can be completed via direct, online entry or by uploading a completed excel 
template file.   



 21 
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APPENDIX IV 
 

 
Elements of Informed Consent 

 
There are two areas of consent needed at this time; 1) past and present MAP 

participants, and 2) future. 
Advisable to obtain IRB approval on both, so resubmission to IRB not needed later. 
Basic elements of informed consent 

 
1. Background 
2. Purpose of the research 

a. Benefits to the field [not to the individual] 
b. Statement that the study involves research 
c. Part of a national endeavor sponsored by NHGRI to evaluate the 

effectiveness of MAP training.   
3. Participants, including working with minors 

a. What we are collecting/existing data, but want future contact. 
b. Description of what they will be doing, asked of them.  
c. Length of study 

4. Research procedures, including data entry and remuneration 
a. Length of time in study 

5. Participant Privacy 
6. Security of sensitive data 

a. Data management 
b. Destruction of data 

7. What are risks as research participant? Minimal risk research 
a. No alternatives to not participating.  Do or don’t. 
b. Want aggregate info and well as individual. 
c. Ensure confidentiality 

i. State participant privacy 
ii. Security of sensitive data, including destruction 

8. Name of PI and Co-PI; other contacts 
 
Note:  MAP students typically do not have a problem participating in programs such as 

this. 
    

Discussed wording for future permissions…. 
 Participation in this program is contingent of you participating in this 

program. 
 
Examples:  
  
What is this study and why is it being done? 

 You are invited to participate in a research study conducted by (insert name of 
Principal Investigator or Project Director [PI/PD]) (If PI/PD is a student add the 
following phrase.) and (insert Faculty Sponsor's name).  The purpose of this 
study is to evaluate the Minority Action Plan (MAP) programs funded by the 
National Institutes of Health National Human Genome Research Institute 
(NHGRI) at (your institution’s name) and other NHGRI-funded MAP programs 
nationally. This endeavor is part of NHGRI’s strategic plan to evaluate the impact 
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of short- and long-term training activities to facilitate elimination of health 
disparities and access to health care in underrepresented populations. 

 Institution specific?   

 How individual institutions will evaluate programs at their site to improve and 
refine. 

 
What I’m I being asked to do [procedures]? 

 As part of this national evaluation, you will be asked to complete surveys and/or 
interviews to enable us to collect information about short- and long-term 
educational outcomes of your training in our MAP program. Questions will focus 
on subsequent training that you might have received as well as educational and 
career achievements.  If a question makes you uncomfortable, you may skip it (?)   

 We are also asking your consent to allow us to release these newly collected 
data and previously collected educational data to the Data Analysis and 
Coordinating Center (DACC) at Washington University School of Medicine in St. 
Louis, MO, so that data about participants in our program can be used in the 
national evaluation of all of the MAP programs.  

 
How long will I be in the study? 
 (Insert anticipated duration of participation). 
 The amount of time required for your participation will be (provide specific details 

e.g., 2 hours with one 15-min. break –OR- approximately 6 hours scheduled in 
three 2-hour sessions spread over one week). 

 
 

How many other participants will be in the study? 

 About X participants will be involved at Washington University out of a total Y 
participants. study-wide.  (Omit if not known or not meaningful to this research.) 

 
 Note:  If we can get an approximation from NHGRI or the programs, we 

should try to include the number of MAP programs and the total number of 
past and current MAP program participants nationally, to impress upon the 
student the national importance of the study. 

 
 
Will I be reimbursed for my participation? 

No. 
 
Are there any costs to me? 

No. 
 
Are there any risks to participation? 

 There are no known risks associated with this research. The risk of a breach of 
confidentiality is minimal, since your data will not be stored with your name.  We will 
make every effort to prevent anyone who is not on the research team from knowing 
that you gave us information, or what that information is.  The DACC is the data 
coordinating center responsible for the evaluation of all MAP programs funded by 
NHGRI.  The DACC will create a data entry and evaluation system, maintain the 
combined data from all MAP programs in a secured, password-protected 
environment, and perform analyses of the combined data for reports to the NHGRI. 

Comment [d1]:  
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Since NHGRI would like long-term follow-up of all MAP program participants, your 
consent to participate in this study will allow us to send your contact information to 
the DACC, so that in future years, they can contact you about your educational and 
career achievements.  Your educational data will be sent to the DACC using an ID 
number only. This ID number will be linked to you, and the master list will be stored 
separately from your data. No educational data will be transmitted with names 
attached. 

 
 
Are there benefits to taking part in the study? 

 There may be no direct benefits to you from participating in this study.  But the 
information we learn will contribute new knowledge about the value of the NHGRI-
funded MAP programs, such as ours, to help MAP-program trainees advance along 
the genetics/genomics educational continuum and achieve success and recognition as 
scholars in this area of research.   

 These data will be used to help refine and improve the MAP program at your 
institution. 

 
 
 

Voluntary Participation [for future participants] 

 Participation in the MAP program indicates your willingness to be a part of this 
research that will help to define the effectiveness of the MAP program. This research 
will determine how to best administer the MAP program to assure its continued 
success and funding of this program. 
 
 

What other options are there? 

 If you do not want to be in the study, there are no other choices except not to 
participate.   
 
 
Privacy and Confidentiality 

 We will do everything we can to protect the confidentiality of the information you 
provide.  As part of this effort, your identity will not be revealed in any presentation or 
publication that may result from this research.  In rare instances, a researcher's 
study must undergo an audit or program evaluation by Washington University or an 
external oversight agency (such as the Office for Human Research Protection or the 
Food and Drug Administration).  This may result in the disclosure of your data as well 
as any other information collected by the researcher. If this were to occur, such 
information would only be used to determine whether the researcher conducted this 
study properly and adequately protected your rights as a human participant.  
Importantly, any and all auditors would maintain the confidentiality of any information 
reviewed by their office(s). 

 
 
Contact Information 

 If you have any questions or concerns about this study, or feel that you have 
been harmed in any way by your participation in this research, please contact (insert 
PI/PD’s name and phone number with area code) 
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  (If PI/PD is a student add the following phrase) or (insert Faculty Sponsor's 
name and phone number with area code).  

 If you wish to talk with someone not associated with the research, or if you have 
questions about your rights as a research participant, please call 
________________________________, Executive Chair _____________ Human 
Research Protection Office, _____________________________.  
  
 Each MAP program should probably include appropriate contact information 

for their IRB, as well as the HRPO, if the questions pertain to the ______ 
 



APPENDIX V 
 

The following information is for use AFTER you are registered with Commons. 
 

Procedures for creating a Commons PI account and entering it into your application: 
 
Below is an example of this process with screenshots and accompanying instructions 
 
The SO must login to his/her Commons account. I have supplied an example with screenshots below for your convenience. Near the top 
of the page, there is a light blue line (Navigation bar) across the page.  

 
Click on “Admin” and then “Accounts” and then “Manage Accounts” and then “Create New Account”.  
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A new page will appear “Create a New Account”. Fill in all of the required fields and click on “Submit” 
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The new account information will now be displayed on the screen. If corrections need to be made to the information that was just 
entered, click “Return”. If everything is correct, click on “Create a New NIH Profile”.  
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To complete the process, click on “Continue”. 
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The screen will display a small message that a new PI account has been created. 
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Now the Commons system creates two emails and sends them to the new PI. 
 
One of the emails confirms the PI account was created and displays the PI’s Username/User ID 
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The other email is a temporary password for the PI to use when logging into his/her Commons account for the first time. 
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NOTE: If time is critical, the PI doesn’t have to login to his/her Commons account before the application is submitted.  

 
Finally, enter the PI’s Username/User ID into the “Credential” field of the Senior/Key Person Profile form.  

 
 
 

 

 

NOTE: You MUST enter the PI Username into the Credential field or NIH will not receive your application! 


