
New York State Department of Health 
Congenital Malformations Registry 
Data Use Agreement 

Maintaining the confidentiality of information in the Congenital Malformations Registry is mandated by 
law and is the highest priority of Registry operations.  All research results will be presented/published 
in a manner which ensures that no individual can be identified.  In addition, there should be no 
attempt to identify individuals from any computer file or to link with a computer file containing patient 
identifiers. 

In order for the Congenital Malformations Registry (CMR) to provide data to you, it is necessary that 
you agree to the following provisions. 

1. You will not use or permit others to use the data in any way other than for analysis and reporting
of aggregated results.

2. You will not make the data available or permit others to make the data available to any person or
organization except with the written approval of the CMR, and controls shall be maintained to
prevent unauthorized access.

3. You will not present/publish data in which an individual or institution can be identified.
4. You will not attempt to link or permit others to link the data with individually identified records in

another database without written approval of the CMR.
5. You will not attempt to learn the identity of any person whose data are contained in supplied

file(s).
6. If the identity of any person is discovered inadvertently, the following will be done:

a. You will not make use of this knowledge;
b. You will notify the CMR of the incident;
c. You will not inform anyone else of the discovered identity.

7. You will credit the Congenital Malformations Registry, New York State Department of Health, as
the source of the data.

8. You will send a copy of the finished product (e.g. report, thesis, dissertation, or paper) to the CMR.
9. You will submit an annual Continuation Request to the CMR in order to obtain approval to

continue using CMR data every year.

My signature indicates that I agree to comply with the above stated provisions. 
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