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Guideto Accessing the Contract Data

Description of the Latino Adolescent Migration, Health and Adaptation Project (LAMHA)
The Latino Adolescent Migration, Health, and Addipta Project (LAMHA) is a mixed-method,
descriptive study of the mental health status aetla of immigrant youth and their families.
Researchers are examining mental health symptooggtah recent Latino immigrant youth and
their primary caretakers in North Carolina, whéreré has been a tremendous increase in first-
generation immigrants. The study seeks to contéxeumental health symptoms by examining
migration stories and experiences as well as cuc@mmunity and school variables. The study
is funded by the William T. Grant Foundation forgé years and is being conducted in
conjunction with the Carolina Population Center Q3P

Protection

Individuals and families participating in the LAMHRroject were assured confidentiality.
Therefore, to protect the privacy and confidertiadf respondents, variables that could
potentially reveal the identity of respondentsraoedisclosed in our files. However, LAMHA
recognizes the desire for some in the research emityrto be able to access this important
data. As a result, we are making a contract datasefable to members of the research
community who meet eligibility criteria and agreethe requirements of the data agreement. The
following materials have been developed by LAMHAfE&fter reviewing the materials and
guidelines from other surveys (such as the Fraglailies Study and the National Longitudinal
Study of Adolescent Health) to permit disseminatdh AMHA contract data while satisfying
concerns about respondent anonymity and confidéptia

Eligibility

Access to the LAMHA contract data is limited toeaschers who agree to the terms and
conditions contained in theontract Data Use Agreement. Institutional Review Board (IRB)
approval of the researcher’s research and dateqtian plans are required. Therefore, only
faculty and research personnel at institutions twhiave an Institutional Review Board/Human
Subjects Review Committee are eligible to receix@eas to the contract data. The Institution’s
IRB must be registered with the U.S. Office for HamrResearch Protections (OHRP) or the
National Institute of Health (NIH). Although neadyl research universities and other research
organizations in the United States have IRB’s tegel with the OHRP, we are aware that some
institutions and legitimate researchers will beleaded from access under this condition. We
apologize for this and are considering optionsdua@d the pool of eligible researchers while
maintaining a high standard of protection for espondents.

Please note: University students may gain access to the ConData for dissertation research,
but a faculty advisor must serve as the Investrgatd complete the application process for the
student. The faculty advisor and institution bedlrfesponsibility for ensuring that all conditions
of the agreement are met by the student. The stulest also sign the Supplemental Agreement
with Research Staff form.

To be given access to the contract data, you nmishis THREE copies of the following items
to the LAMHA Project:
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1) An extended abstract describing your projectitwtou hope to accomplish, and a one-
paragraph justification for why you need accessotatract data.

2) Written assurance by the researcher that higisgtution has an Institutional Review
Board (IRB) for Human Subjects which has a MultiBl®ject Assurance (MPA) or
Federalwide Assurance (FWA) from NIH. The MPA or E\Wumber must be submitted
with the application.

3) A data protection plan, detailing how you plarptotect the files while they are being
used, either on your computer and after they argeat.

Please note: Your university IRB must approve both your finasearch plan (extended
abstract) and your final data protection plan. doeli required to submit proof of IRB
approval.

4) An application fee of $150 (payable by checkcpase order or money order to LAMHA
Project, Carolina Population Center).

5) A signedContract Use Data Agreement Application by the Principal Investigator.

6) A signedContract Use Data Agreement Application by a senior university official who
binds the university/institution. This refers toiadividual who has the authority to represent
your organization in agreements of this sort, sash Vice President, Dean, Provost,

Center Director, or similar official.

7) A signedSupplemental Research Agreement with Research Staff for each person who will
have access to the data.

8) A curriculum vitae for each person who will bezassing the information.
9) A copy of theHuman Participants Protection Education for Resear ch Teams

completion certificate from NIH foall research staff who will access the contract data.
The online certification can be completedhtip://cme.nci.nih.gov/

Please note: If co-investigators are from different institutigrnymu will need separate Contract
Data Use Agreements for each institution.
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Important: Before beginning work on the full application, resghers should send a draft of
their extended abstract, description of data reagdeand CV to the LAMHA Project (c/o
lamha@unc.edun order to get preliminary approval.
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As part of the agreement, researchers will be redub:

1) Submit a copy of their approved annual IRB reslewlamha@unc.edu
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2) Place the following paragraph on any writterorgpr publication based on the analysis of
contract data:

This research uses data from Latino Adolescent Migration, Health and

Adaptation (LAMHA) study, a project designed by Mimi Chapman and

Krista Perreira, and funded by the William T. Grant Foundation. Persons

interested in obtaining data files from LAMHA should contact LAMHA,

Carolina Population Center, 123 W. Franklin Street, Chapel Hill, NC

27516-2524 (lamha@unc.edu).

3) Submit tdamha@unc.edtwelectronic copies of any publications and presénts at
professional meetings resulting from the data use.

The Contract Data Use Agreement is a legal document binding the researcher, theiRieg
Institution, and the LAMHA Project. If the LAMHA Bject decides all requirements are met, a
representative from the LAMHA Project will sign tBentract Data Use Agreement and return a
copy of the fully executed agreement to the Ingesdtir along with a password to access the
data. Changes in the employment status of the ndssrarequire the completion of a new
Contract Data Use Investigator. If during the cewsthe research project, new staff are added
who will have access to the data, signed copigisedfiupplemental Agreement with Research

Saff must be sent to the LAMHA Project. Access to thtadcannot be provided to these staff
members until the Supplemental Agreements are digpe LAMHA Project representative and
returned to the Investigator.

Delivery

Upon satisfactory completion of all requirementsy will be provided with a password that will
enable you to download data. T@entract Data Use Agreement expires after two years, with
the option of applying for an extension. Upon eafpiam of theContract Data Use Agreement,
researchers should destroy any copies of the dataxist.

Wher e to submit requests:

All requests for LAMHA Project data should be mdite:
LAMHA project

Carolina Population Center

University of North Carolina at Chapel Hill

CB # 8120, University Square

123 W. Franklin Street

Chapel Hill, NC 27516-2524

ATTN: LAMHA Project contract data

Any gquestions about the application process shibeldirected to:
Krista M. Perreira

Latino Adolescent Migration, Health and Adaptatimoject
Carolina Population Center

University of North Carolina at Chapel Hill

Email —lamha@unc.edu

Telephone - (919) 962-8411 Fax — (919) 966-6638
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LAMHA Data Use Agreement Application Cover Page

Name of Investigator: Date of Application:

Title of Investigator:

Title of Research Project:

Street Address:

City/State/Zip Code:

Telephone Number: FanbEu

Email Address: (Used to notify Investigator of receipt of applicat package.)

Receiving Institution:

Please indicate which of the LAMHA data componemts are applying to use:

LAMHA parent mental health survey data

LAMHA youth metal health survey data

LAMHA service use data

LAMHA health belief interview data (Pl: Mimi Chapmp
LAMHA adolescent interview data (Pl: Krista M. Peira)

arwbdpE

Use the following checklist to insure that you previding all required materials. We must receive
THREE complete sets of the following documents:

Item Checklist

This Application for Obtaining Contract Data

Contract Use Data Agreement Application*

Completed Supplemental Agreement with Researcli Staf

Research Plan (approved by IRB)

Contract Data Protection Plan (approved by IRB)

Evidence of IRB’s Certification with NIH or OHRP

Copies of CVs for all research staff

Copies of Human Subjects Completion Certificatesafbresearch staff

*each of the three copies of the agreement must have original signatures fromthe Principal Investigator
and Institutional Representative

A non-refundable fee ($150), payable to Carolina Population Center, isrequired.

Processing of the final application will not begintil all materials have been received. Send neltetd:
LAMHA Project

Carolina Population Center

University of North Carolina at Chapel Hill

CB # 8120, University Square

123 W. Franklin Street

Chapel Hill, NC 27516-2524

ATTN: LAMHA contract data
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Data Use Agreement for the LAMHA Project

The Investigator and the Receiving Institution agi@the following terms and conditions of this
agreement:

|. Definitions

a. Contract Data - The original data collectedi®y@PC and any variables derived from the
original data. Data resulting from merges or magdioethe original or derived variables are also
included in this definition. Aggregated statistisalnmaries of data and analyses, such as tables
and regression statistics, are not consideredve@ftifor the purposes of this agreement.

b. Investigator - The individual who serves asgtimary point of contact for all
communications involving this agreement. The Inigagor must hold a faculty appointment or
research position at the Receiving Institution assumes all responsibility for compliance with
all terms of this agreement by employees of theeRet Institution.

c. Receiving Institution - The organization emptayihe Investigator. The Receiving Institution
must have an Institutional Review Board/Human Setbj&eview Committee registered with the
United States Office for Human Research ProtectoortBe National Institute of Health.

d. Research Staff - Individuals affiliated with tReceiving Institution, other than the
Investigator, who are authorized to access ther@onbData.

e. Representative of the Receiving Institution -iAdividual who has the authority to represent
the Receiving Institution in agreements of thig,ssuch as a Vice President, Dean, Provost,
Center Director, or similar official. Note that &partment Chair is not acceptable unless
specific written delegation of authority exists.

Il. 1tems Incor porated by Reference
The Supplemental Agreement with Research Saff, as approved by CPC, is incorporated by
reference into this agreement.

[11. Ownership of Data

a. Ownership of the Contract Data will be retaibgdCPC. Permission to use the Contract Data
by the Investigator and Receiving Institution mayrbvoked by CPC at any time, at their
discretion. The Investigator and Receiving Insioitmust destroy all originals and copies of the
Contract Data, on whatever media it may exist, withdays of written request to do so.

b. The Investigator will not make any claim to cagit ownership of the Contract Data and
accompanying documentation. The Investigator vatl distribute copies of the Contract Data
and accompanying documentation to others or magesdor reasons other than research in
accordance with the conditions outlined in thiseggnent.
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V. Accessto the Contract Data

a. Access to the Contract Data will be limited Bote the individuals signing the agreement or
the Supplemental Agreement with Research Saff. The data may not be “loaned” or otherwise
conveyed to anyone other than the signatoriesisatireement.

b. Copies of the Contract Data or any subsequeidhlas or data files derived from the
Contract Data will not be provided to any othenwlal or organization.

c. The Investigator and Research Staff will proteetContract Data and any data derived from
the Contract Data from access by unauthorized iddals. Appropriate protections include
keeping computers and portable data storage dewvidesked offices or filing cabinets.

d. The Investigator and Research Staff will notestbe data on a networked computer or other
electronic storage device without taking stepsrevent unauthorized access. Such steps include
password protection of shared devices, data enonynd the use of firewall technology.

V. Uses of the Contract Data
a. The Contract Data will be used solely for theppse of scientific and public policy research,
and not for any administrative, proprietary, or lemforcement purposes.

b. The Contract Data will be used to generate etdjistical summary information that does not
allow any individual, family, household, schoolpwmunity, or organization to be identified.

c. No attempt will be made to identify any indivadufamily, household, school, community, or
organization. If an individual, family, househosthool, community, or organization is
inadvertently identified, or if a technique for dgiso is discovered, the identification or
discovery will be immediately reported to the CR@d the identification or discovery will not
be revealed to any other person who is not a sagn&b this agreement.

d. To avoid inadvertent disclosure, the followingdglines will be followed in the release of
statistics derived from the datasets:

In no table should all cases in any row or coluraridund in a single cell;

In no case should the total figure of a row or auhuof a cross-tabulation be less than 5;
In no case should an age-sex quantity figure bedapon fewer than 10 cases;

In no case should a quantity figure be publishemhd case contributes more than 60
percent of the amount;

In no cases should data on an identifiable casanyoof the kinds of data listed in
preceding items A to C, be derivable through swlitva or other calculation from the
combination of tables released on a given studg; an

6. Data released should never permit disclosure wked in combination with other
known data.

PwnE
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e. No attempt will be made to link this Contract®with any other dataset without written
authorization from the CPC
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f. Use of the Contract Data will be consistent vifta Receiving Institution’s policies regarding
scientific integrity and human subjects research.

V1. Certificate of Confidentiality

Research subjects who participated in the LAMHAj&bare protected by a certificate of
confidentiality issued by the Department of Healttd Human Services in accordance with the
provisions of section 301(d) of the Public Healdn&ce Act (42 U.S. C., 241(d)). Under the
terms of the Confidentiality Certificate, the Rageg Institution is considered to be a contractor
or cooperating agency of University of North Camaliat Chapel Hill under the terms of the
Confidentiality Certificate; as such, the Receivingtitution, the Investigator, and Research
Staff are authorized to protect the privacy ofitiddviduals who are the subjects of the LAMHA
Project by withholding their identifying charactits from all persons not connected with the
conduct of the study. “ldentifying characteristies® considered to include those data defined as
sensitive under the terms of this contract.

VII. Limitson Disclosure of Information

a. ldentifying information concerning research pgvants from the Contract Data will not be
revealed to unauthorized individuals through pesseommunication, publication, or other data
release.

b. CPC will be notified immediately if the Investitgr or Research Staff receive any legal,
investigatory, or other demand for disclosure ef@ontract Data, including any request or
requirement to provide data to any State agen&tae contractor under conditions that are
inconsistent with any requirement of this agreeme&®C is authorized to revoke this agreement
and take possession of the Contract Data, or tak@ier action necessary to protect the
absolute confidentiality of the data.

VI1II. Data Confidentiality Procedures
a. CPC will be notified immediately if the Invesigr or Research Staff discover a suspected
breach of security or any actual disclosure of escibjlata to unauthorized individuals.

b. The Receiving Institution will treat allegatioiyy CPC or other parties, of violations of this
agreement as allegations of violations of its pediand procedures on scientific integrity and
misconduct. If the allegations are confirmed, tleeé&tving Institution will treat the violations as
it would treat violations of the explicit termsitg policies on scientific integrity and
misconduct.

I X. Reporting and Publication Requirements

a. The Investigator will provide CPC with annugdags which will include a copy of the annual
approval of the project by the Receiving Institat®lnstitutional Review Board/Human
Subjects Review Committee, a copy of published warnkreports based wholly or in part on the
LAMHA Contract Data, and a listing of presentati@grofessional meetings based upon the
LAMHA Contract Data.

b. A natification copy of any publications and metations developed by the Investigator or
Research Staff from LAMHA data will by provided@C. In the case of publications
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specifically, the copy will be sent concurrent watliomission of the manuscript. Publications are
considered to be any work that is made availabtbeégublic in a distributed fashion, including
but not limited to journal articles, book chaptesd articles distributed through a Web site.

c. The Investigator and Research Staff will ackmalge the CPC and LAMHA in any
publication or presentation based wholly or in merthe CPC Contract Data. This
acknowledgement should read as follows:

This research uses data from Latino Adolescent Migration, Health and
Adaptation (LAMHA) study, a project designed by Mimi Chapman and
Krista Perreira, and funded by the William T. Grant Foundation. Persons
interested in obtaining data files from LAMHA should contact LAMHA,
Carolina Population Center, 123 W. Franklin Sreet, Chapel Hill, NC
27516-2524 (lamha@unc.edu).

X. Destruction of Data Upon Completion of Resear ch Project

The Investigator will certify to the CPC that afigies of the contract data, on whatever media,
will be destroyed at the completion of the resegrciect or within 5 days of written request
from the CPC.

X1. Duration of this Agreement

This agreement will go into effect upon its appidwathe University of North Carolina at

Chapel Hill and will remain in effect until the cqetion of the research project, or 24 months
from its effective date, whichever comes firstalfthe end of 24 months, access to the Contract
Data is still desired, the Investigator must adplyan extension to the agreement.

XI1. Liability

The Investigator and Receiving Institution joinigd severely shall indemnify University of
North Carolina at Chapel Hill, their officers, aggrand employees against any liability,
including costs and expenses, incurred as thetrestle violation of copyrights, or right of
privacy or publicity, arising out of the Institutis or Investigator’s creation, delivery,
publication, or use of data furnished under thiament or the breach of any of the terms of
this agreement. University of North Carolina at @&laHill shall provide the Investigator and
Receiving Institution of timely notice of any claion suit, afford the Investigator and Receiving
Institution an opportunity under applicable lawdes, or regulations to participate in the defense
thereof, and obtain the Investigator's and Recegiwnstitution’s consent to the settlement of any
suit or claim other than as required by final deaséa court of competent jurisdiction.

XI11. Amendmentsto the Submitted Materials After Initial Approval

a. A change in the employer of the Investigatounexs the execution of a neontract Data
Use Agreement. The Investigator and/or Receiving Institutionlshatify CPC of the planned
change at least six weeks prior to the relocation.

b. When Research Staff join the project, they sulbmit theSupplemental Agreement with
Research Saff. Such Supplemental Agreements must be submittiedebthe new Research
Staff may have access to the Contract Data.
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c. When Research Staff leave the project, the tigagsr will notify CPC that these individuals
are no longer authorized to access the Contraa. Dat

XIV. Violation of this Agreement

If CPC determines that the agreement may have \ietted, CPC will inform the Investigator
and Receiving Institution of the allegations intig and will provide an opportunity to respond
in writing within 10 days. CPC may also, at thatei require immediate destruction of all copies
of the Contract Data in possession of the Invesirgand Research Staff. Failure to do so will be
considered a material breach of this agreeme@P¥ deems the allegations unfounded or
incorrect, the Investigator may be granted acaefiset data again under the terms of the original
agreement. If CPC deems the allegations in anytpdm¢ correct, CPC will determine and apply
the appropriate sanction(s). If CPC determinesdhgtaspect of this agreement has been
violated, the Investigator and/or Receiving Insiita will be subject to one or more of the
following penalties:

a. Criminal or civil penalties as described in Brevzacy Act of 1974, 5 U.S.C. 552a.

b. Report of the violation to the Receiving Ingiibn’s Institutional Review Board/Human
Subjects Review Committee and/or National Institftelealth with a request that the
institution’s sanctions for misconduct be imposed.

c. Report of the violation to the Federal Offioe Human Research Protections, which may
result in investigation of the Investigator and &emng Institution.

d. CPC may report the violation to the Investigatbunding agencies with a
recommendation that current funding be terminaded, future funding denied, to the
Investigator, Research Staff, and any other perapticated in the violation.

e. Revocation of the existing agreement and dehiall future access to CPC data.

Payment of damages awarded by a court to afiyidual harmed by the unauthorized

use or disclosure.

o
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| certify that all materials submitted with thigjreest for the LAMHA Project Contract Data are
truthful. Furthermore, | acknowledge that | am lgghound by covenants and terms of this
agreement, and that violation will constitute umehprofessional practice and may subject me
to the sanctions listed above.

I nvestigator

Signature of Investigator: Date of Signature:

Name of Investigator:

Title of Investigator:

Receiving Institution:

Street Address:

City/State/Zip Code:

Telephone Number: Fax Number: Email Address:

Representative of the Receiving I nstitution:

By signing this agreement, this institution agréed access to these confidential data will be
granted only to authorized persons whose namesaappehis agreement and the Supplemental
agreements with Research Staff, and that thigumistn is legally bound by the covenants and
terms of this agreement.

Signature: Date of Signature:

Name:

Title:

Receiving Institution:

Street Address:

City/State/Zip Code:

Telephone Number: Fax Number: Email Address:
LAMHA Principal Investigator University of North Carolina at Chapel Hill
KristaM. Perreira Tony G. Waldrop

Vice Chancellor for Research and Econ Develop

10
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Supplemental Agreement with Resear ch Staff
for the Use of Contract Data from the LAMHA Project

|. The undersigned Research Staff, in consideratidheir use of sensitive data from the
LAMHA Project, agree:

a. That they have read t@entract Use Data Agreement Application from The LAMHA
Project and the Contract Data Protection Plan pam@ted by reference into it.

b. That they are “Research Staff” within the megrohthe agreement.

c. To comply fully with the terms of the agreementjuding the Contract Data Protective
Plan.

Il. The undersigned Investigator, agrees that #regns designated herein are Research Staff
within the meaning of the associated AgreementiferUse of Sensitive Data from the LAMHA
Project.

Resear ch Staff

Name Title Signature

Name Title Signature

Name Title Signature

Name Title Signature

Name Title Signature

I nvestigator

Name Signature Date

11
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Description of Parametersfor Data Protection Plan

Researchers must provide a concise but detailedpdatection plan as part of their application
to receive LAMHA Project Contract Data.

Pur pose of the Data Protection Plan

The Data Protection Plan is an important part of the signed agreement bet@fC and the
Contract Data Investigator. If the agreement i<atex, all members of the research team with
access to the data are contractually obligatedlkow all aspects of thBata Protection Plan.

The fundamental goal of the protections outlinethis plan is to prevent persons who are not
signatories to th€ontract Data Use Agreement or theSupplemental Agreement With Research

Saff from gaining access to the data. CPC will not ptevContract Data if the plan is not
written with sufficient specificity, or if CPC doe®t deem the data protections to be adequate.

Elements of the Plan

The Data Protection Plan applies to the original LAMHA Project data filexcedved from CPC
(regardless of its format), to any copies madehleyrésearch team, and to any new data derived
solely or in part from the original LAMHA Projectth files. The plan also should address how
computer output derived from the data will be kegature.

TheData Protection Plan should list and describe all locations where thgial and copies of
the data will be kept. In addition, tiata Protection Plan should describe the computing
environment in which the data will be used, inchgdi

a. Computing platform, such as personal computerkstation and/or mainframe, and
operating system

b. Number of computers on which data will be stavednalyzed

c. Whether PCs used in the research project widltteched to a network or will operate
independently as a stand-alone

d. Physical environment in which computer is kepth as in room with public access or in
room locked when not in use by research staff

e. List and describe device(s) on which data vélsbored, such as on network server, on
mainframe computer storage device, on PC hard doiveemovable storage device such as
CD, floppy drive, or zip drive

f. Describe methods of data storage when datadareaing used

g. Describe methods of transmitting the data betwesearch team members, if applicable

h. Describe methods of storage of computer outptlt im electronic form and in hard copy
or on paper or other media

12
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i. Describe the instruction in data protection piek that will be provided to each staff
member and student before they receive access tisatia

Types of Protection Expected
Although they will vary with the version of the doact data and may vary across research
projects and depend on the host institution, aessfalData Protection Plan should include
some or all of the following features:

a. Password-protected access to all computersgttire data.

b. Password protection on all computers shouldcheaded whenever a data user leaves the
office or after five minutes of non-activity.

c. All files containing data stored in passwordtpobed, encrypted form,
d. No storage of the data on laptop computers, aritaervers, etc.
e. No automated backup copying of the data.

f. Removable devices holding the data, such as @Bkettes, zip drive disks, etc., should be
stored in a locked compartment or room when noisi

g. Data on removable devices should be storedssvpard-protected, encrypted files.

h. Detailed printouts derived from data analysised in a locked compartment or room
when not in use.

i. Shred all detailed printouts that are no longeeded.

J. Prepare and maintain a log of all data filesumagl. The date on which materials are
received, copied, or destroyed should be recorded.

k. Note that all files containing contract datal\Wi destroyed at the end of the project.

I. Note that all violations to thBata Protection Plan will be reported to the Principal
Investigator and the appropriate IRB official(s).

m. No transmittal of data or detailed tabulatiorgsarmail or e-mail attachment, either over
the Internet, an Intranet system, or within a l@rala network. Data can be transmitted by
FTP provided that the data files are password pteteand encrypted and the files are not
placed on a public server that is accessible withquassword.

n. Use of e-mail, e-mail attachment, FTP, or aieptneans of electronic transfer to
transmitonly results from regression analyses and aggregateiptese analyses.

13
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0. Briefing procedures for research staff who haseess to the Contract Data aboutDiaéa
Protection Plan, appropriate data use, and penalties for inapatpuse. The Contract Data
Investigator must regularly monitor proceduresuse of the data by staff and colleagues.
He/she should post clear rules about Contract Dsgan a location that is readily visible to
staff. At the conclusion of the research projeesearchers are required to destroy all data
files and unpublished printouts.

Disclosure Rules

TheData Protection Plan must carefully describe how researchers and staffibers will avoid
inadvertent disclosure of respondents' geograplaitions or identity in all working papers,
publications, and presentations. At minimum, resdeais must agree to exclude listings of
individual cases and description of individual cagem any type of publication or presentation.
Users can see detailed instructions for acceptidike protection plans for the National
Longitudinal Study of Adolescent Health
(http://www.cpc.unc.edu/projects/addhealth/contractl) as references for developing an
acceptable data protection plan.
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