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Terms of Use
The terms of use for this study can be found at:
http://www.icpsr.umich.edu/cocoon/ICPSR/TERMS/25963.xml

Information about Copyrighted Content
Some instruments administered as part of this study may contain in whole or substantially
in part contents from copyrighted instruments. Reproductions of the instruments are
provided as documentation for the analysis of the data associated with this collection.
Restrictions on "fair use" apply to all copyrighted content. More information about the
reproduction of copyrighted works by educators and librarians is available from the United
States Copyright Office.

NOTICE
WARNING CONCERNING COPYRIGHT RESTRICTIONS
The copyright law of the United States (Title 17, United States Code) governs the making
of photocopies or other reproductions of copyrighted material. Under certain conditions
specified in the law, libraries and archives are authorized to furnish a photocopy or other
reproduction. One of these specified conditions is that the photocopy or reproduction is
not to be "used for any purpose other than private study, scholarship, or research." If a
user makes a request for, or later uses, a photocopy or reproduction for purposes in
excess of "fair use," that user may be liable for copyright infringement.

Study of Dementia in Swedish Twins
Data Use Agreement
This agreement is regarding the study entitled “Study of Dementia in Swedish Twins”. This
data was collected under NIH grant R01-AG08724 / NIA 1R03-AG031262-01A1 and its use
is controlled by the study Investigators in order to remain compliant with local IRB’s and with
informed consent issues that regulate the distribution of the data under controlled
circumstances. The National Archive of Computerized Data on Aging (NACDA) has been
designated by the study investigators to control access to this data and to provide the data to
__________________, hereinafter termed “User” upon the receipt of the Data Use Agreement.
The delivery of the data to USER implies that both parties mutually agree to enter into this
agreement to comply with the following specific paragraphs.
Terms of use:
NACDA and ICPSR adhere to the principles of the Data Seal of Approval, which, in part,
require the data user to comply with access regulations imposed both by law and by the data
repository; and to conform to codes of conduct that are generally accepted in higher education
and scientific research for the exchange of knowledge and information.
These data are distributed under the following terms of use, which are governed by NACDA
and ICPSR. By signing this document, you signify your agreement to comply with the belowstated requirements:
Privacy of RESEARCH SUBJECTS
Any intentional identification or disclosure of a RESEARCH SUBJECT (whether an individual
or an organization) violates the assurances of confidentiality given to the providers of the
information. Therefore, users of data agree:
•

To use these datasets solely for statistical analysis and reporting of aggregated
information, and not for investigation of specific RESEARCH SUBJECTS, except
when identification is authorized in writing by ICPSR (netmail@icpsr.umich.edu )

•

To make no use of the identity of any RESEARCH SUBJECT discovered inadvertently,
and to advise NACDA and ICPSR of any such discovery (netmail@icpsr.umich.edu )

Redistribution of Data
You agree not to redistribute data or other materials without the written agreement of NACDA
and ICPSR, unless:
1. You serve as the OFFICIAL or DESIGNATED REPRESENTATIVE at an ICPSR
MEMBER INSTITUTION and are assisting AUTHORIZED USERS with obtaining
data, or
2. You are collaborating with other AUTHORIZED USERS to analyze the data for
research or instructional purposes.

When sharing data or other materials in these approved ways, you must include all accompanying files
with the data, including terms of use. More information on permission to redistribute data can be found
on the ICPSR Web site:
www.icpsr.umich.edu/ICPSR/org/policies/redistribute.html
Citing Data
You agree to reference the recommended bibliographic citation in any publication that employs resources
provided by NACDA and ICPSR. Authors of publications based on NACDA and ICPSR data are required
to send citations of their published works to NACDA and ICPSR for inclusion in a database of related
publications (bibliography@icpsr.umich.edu).
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Disclaimer
You acknowledge that the original collector of the data, NACDA and ICPSR, and the relevant funding
agency bear no responsibility for use of the data or for interpretations or inferences based upon such uses.

Violations
If NACDA or ICPSR determines that the terms of this use agreement has been violated, NACDA and
ICPSR will act according to our policy on terms of use violations. Punishments can include:
•
NACDA and ICPSR may revoke the existing agreement, demand the return of the data in question,
and deny all future access to ICPSR data.
•
The violation may be reported to the Research Integrity Officer, Institutional Review Board, or
Human Subjects Review Committee of the user's institution. A range of sanctions are available to
institutions including revocation of tenure and termination.
•
If the confidentiality of human subjects has been violated, the case may be reported to the Federal
Office for Human Research Protections. This may result in an investigation of the user's institution, which
can result in institution-wide sanctions including the suspension of all research grants.
•
A court may award the payment of damages to any individual(s)/organization(s) harmed by the
breach of the agreement.

By signing this Agreement, the User agrees to abide by all provisions set out in this Agreement
for protection of the data file(s).
On behalf of the User the undersigned individual hereby attests that he or she is authorized to
enter into this Agreement and agrees to all the terms specified herein.
_____________________________________________________
(Street Address)

_____________________________________________________
(City/State/ZIP Code)

_____________________________________________________
(Phone and Fax No., and E-Mail Address)

____________________________________________________
(Name and Title of Individual -Typed or Printed) (Company/Organization)

_____________________________________________________ (Signature)
______________(Date)
Completed form with original signatures should be mailed to:
Director, National Archive of Computerized Data on Aging
Inter-university Consortium for Political and Social Research
Institute for Social Research
P.O. Box 1248
University of Michigan
Ann Arbor, MI 48106-1248
Questions can be sent directly to ICPSR User Support at:
netmail@icpsr.umich.edu

Definitions
Authorized User: Any faculty member, staff member, or student at an institution with access to
NACDA and /or ICPSR data collections.
Data Seal of Approval: A full explanation can be found at: www.datasealofapproval.org
ICPSR: Inter-university Consortium for Political and Social Research.
ICPSR Policy on Terms of Use Violations: Our policy can be found on the ICPSR website at:
www.icpsr.umich.edu/cocoon/ICPSR/FAQ/0245.xml
NACDA: National Archive of Computerized Data on Aging
Official/Designated Representative: An individual appointed to represent a university's interests
in ICPSR. This individual is also charged with providing user support to campus users.
Member Institution: An institutional member of ICPSR
Research Subject: A person or organization observed for purposes of research. Sometimes also
know as a respondent.

