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NCRPCD Data Dissemination Policy & 
Guidelines for Requesting De-identified Dataset 

 
 
DATA DISSEMINATION POLICY 
 
Mission 
The purpose of the Child Death Review (CDR) Case Reporting System of the National Center for 
the Review and Prevention of Child Deaths (NCRPCD) is to systematically collect, analyze, and 
report on information surrounding deaths of individual children around the country.  The 
information can then be used at the local, state, and national levels to inform improvement in 
child health and safety and to prevent deaths.  The data collected with the System includes the 
following:  

• information about the child, family, supervisor and perpetrator;  
• the types of action taken during the investigation;  
• the scene, incident, and background information on the cause of death, including 

the risk and protective factors; 
• the services provided or needed as a result of the death;  
• a descriptions of the teams’ recommendations, as well as the policies, practices, 

and other actions taken to prevent other child deaths; and  
• factors affecting the quality of the case review.   
 

The web-based CDR Case Reporting System was first implemented in May 2004 in 14 pilot 
states.  Version 1 was made available for widespread use in January 2007, and Version 2 was 
released in January 2008.  Updated information on the number of participating states, number 
of entered cases and number of cases migrated into the system from older state reporting 
systems is available from NCRPCD.  The CDR Case Reporting System is supported primarily by 
the HRSA Maternal and Child Health Bureau1 and secondarily by the US Centers for Disease 
Control and Prevention2.  Data submitted by states resides on servers at the Michigan Public 
Health Institute (MPHI).   
 
Data Sources 
Data collected by the CDR Case Reporting System are the result of multi-disciplinary processes 
that bring together state and/or community agencies to share information on child death 
events and to identify the risk factors in these deaths.  Data entered into the System may 
include, but are not limited to, information gathered from the following data sources: birth 
certificates, death certificates, law enforcement records, medical records, autopsy reports, 
child protective services reports, and Emergency Medical Services run reports.  
                                                 
1 Grant No. 1 U49 MC 00225-11-00 from the Maternal and Child Health Bureau (Title V, Social Security Act), Health Resources 
and Services Administration, Department of Health and Human Services. 
 
2 Number 200-2012-M-51198 from the US Centers for Disease Control and Prevention. 
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Child Death Review Programs in States 
Child death review programs vary by state with respect to the types of death reviewed (all 
deaths, non-natural deaths, all injuries, abuse and neglect, and/or near-deaths, etc.); the 
maximum age of children whose deaths are reviewed (0-14, 0-17, 0-25, etc.); and the average 
time between review and death (ranges from 1 to 36 months).  Due to these variances, the data 
are not universally consistent from state to state. 
 
Because most states do not review or enter every child fatality into the System, the CDR Case 
Reporting System should not be directly compared with vital statistics data nor should it be 
used to compute incidence rates.  All of these distinctions among states and limitations must be 
accounted for and noted in any analysis of the data.  More information about child death 
review programs and selection of cases by states for review can be found at 
http://www.childdeathreview.org/state.htm. 
 
Data Ownership 
Child death review data entered into the System are owned by the individual state that entered 
it (per the data use agreement executed between each state and MPHI/NCRPCD).  Requests for 
de-identified, individual case report data will be submitted to the NCPRCD Data Dissemination 
Committee, per guidelines contained in this document.  NCRPCD will inform states participating 
in the CDR Case Reporting System of all approved applications.  For any research request that 
proposes to identify data by state in any published or publicly released analysis or results, 
states will be provided an opportunity to have their state’s data excluded from the study. 
 
Removal of Identifiable Data Elements for Dataset 
No data file that includes HIPAA-defined personally identifiable elements is available to 
researchers.  The complete Case Report tool contains more than 275 questions (approximately 
1,800 data elements) about an individual fatality.  (The Case Report form can be viewed and 
downloaded at www.childdeathreview.org.)  Although states often enter HIPPA-defined 
personally identifiable data elements (child’s name, address, date of birth, date of death, date 
and time of incident, and incident county) into the System, all personally identifiable data 
elements will be removed from any dataset made available to researchers.  The data elements 
that will be removed from the dataset are listed in Attachment 1 of the Application for Access 
to De-identified Dataset (Application for Data).  The “Narrative” field contained in Section M of 
the Case Report form will only be released to researchers under special circumstances. 
 
To further protect anonymity of states, NCRPCD will create and provide a unique code for each 
state for each approved research project so that researchers can evaluate variation and control 
for potential bias in the dataset without identifying the individual states.  NCRPCD will retain 
the coding key.   
 
 

 

http://www.childdeathreview.org/
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Permitted Data Uses 
The NCRPCD may report aggregated, de-identified data identified by state to requested parties 
without state permission.   The NCRPCD will only report aggregated data with cell counts of six 
or more cases.  Requests by researchers for de-identified datasets must be made in accordance 
with the Guidelines for Requesting De-identified Dataset (Guidelines), below, and NCRPCD will 
only release de-identified datasets in accordance with the Guidelines.   
 
Required Fees 
A fee will be charged to each applicant for preparation of the requested dataset.  The amount 
of the fee will be determined by NCRPCD staff.  An estimate of this fee will be provided to the 
applicant upon a preliminary review of the proposal by staff.  Fees will be determined based on 
a price equal to the number of staffing hours estimated to prepare the dataset using the 
federally approved MPHI MOBUS rates.  Fees must be paid in full prior to the release of the 
dataset to the applicant.  NCRPCD reserves the right to waive fees in certain situations. 
 
Data Quality 
In order to standardize the collection and interpretation of data elements, the CDR Case 
Reporting System contains a comprehensive Data Dictionary that is readily available online 
when entering cases into the System or as a standalone PDF document that can be used by 
child death review teams during review meetings.  Additionally, NCRPCD is readily available to 
provide technical assistance about the Case Report tool and is in constant communication with 
states about data and reporting questions.  Since the data are owned by the individual 
participating states, states are responsible for cleaning data records, and states vary in the 
degree to which they review data for inconsistencies, incompleteness, or inaccuracies.  NCRPCD 
has found that data quality appears to improve with increased time and training on the System.  
The Case Report tool contains by design some subjective questions to engage team discussion 
(e.g., “Was the death preventable?” or “Did an act of omission contribute to the death?”).  The 
subjective nature of some of the questions can, however, make data analysis more 
problematic.  Finally, although teams record in the System which agencies participated in the 
child death review, the primary data source for each data element is not collected as part of the 
Case Report tool.  If there is a discrepancy in information shared by the different agencies at 
the review meeting, it is up to the CDR teams to determine the best answer and there is no set 
primacy rule for data sources.   
 
More information about the CDR Case Reporting System and limitations on the use of the data 
can be found in the February 2011 Supplement to Injury Prevention (Covington TM. The US 
national child death review case reporting system. Injury Prevention 2011;17 Suppl 1:i34-i37). 
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GUIDELINES FOR REQUESTING DE-IDENTIFIED DATASET 
 
Researchers affiliated with eligible Receiving Institutions may apply for access to a de-identified 
dataset.  The Receiving Institution must be an institution of higher education, research 
organization, non-profit agency or government agency that either employs or contracts with 
the Investigator.  The Institution must be registered with the U.S. Office for Human Research 
Protections.  Any release of data will be subject to a signed Contract for Access to and Use of 
Data (Contract for Data) between NCRPCD and an authorized representative of the Receiving 
Institution. The Contract for Data is set out after these Guidelines. 
 
An Application for De-identified Dataset (Application for Data) must identify a principal 
investigator (PI).  The PI serves as the primary point of contact for all communications involving 
the Contract for Data.  The PI must sign the Contract for Data, by which the PI assumes 
responsibility for compliance with all terms of the Contract for Data by employees of the 
Receiving Institution, including the day-to-day security of the electronic data and all printed 
output derived from the files.   
 
Each additional researcher who will have access to the NCRPCD dataset must be identified on 
the Application for Data and must sign the Confidentiality Agreement attached (Attachment 3).  
The applicants may not release or permit others to release the dataset in whole or in part to 
any persons other than those identified in the Application for Data. 
 
Access to the dataset is also subject to the following requirements: 

1. The researchers given access to the Center’s dataset may not conduct analyses of the 
data for purposes other than those described in the approved Application for Data.  
Applicants will not alter the approved use of the data in the research design unless they 
have notified and obtained written permission for the alteration from NCRPCD. 

2. The PI must obtain IRB approval for the proposed research.  Letters of approval must be 
submitted to NCRPCD prior to release of data for approved analyses.  

3. All data shared are and shall at all times remain the sole property of the state and local 
county teams which performed the child death reviews that are the source of the data.    
States have the right of first refusal to participate in this research project if the PI plans 
to publish or publicly release any analysis or results that identifies individual states. It is 
permissible, however, to list the states included in the dataset, as long as no data are 
attributed to specific states, and the states have authorized this acknowledgement.  
States will be asked whether they wish to be specifically acknowledged in any project 
publication or presentation. 

4. The researchers must not attempt nor permit others to attempt to use the dataset to 
learn the identity of any decedent. If the identity of a decedent should be inadvertently 
discovered by the PI or any other individual, the PI must make no use of this knowledge, 
permit others to use the knowledge, or inform anyone else of this knowledge, and must 
inform NCRPCD of the discovery so it can prevent future discoveries of this nature.   

5. No data will be released that identifies data by state jurisdiction without the explicit 
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approval of the state(s).  
6. Only aggregated data with cell counts of six or more cases will be released and reported 

in any analysis.  Cells less than six cases will be aggregated with other like cells. 
7. All oral and written presentations or other distribution of information resulting from the 

use of this dataset must be developed with adequate provision for the accuracy, 
reliability and integrity of the data. 

8. All oral and written presentations or other distribution of information resulting from the 
use of the requested data must be submitted to NCRPCD for review at least two weeks 
prior to presentation or submission to a journal or other source of publication.  The 
purpose of this review is to determine whether the research was completed in the 
manner specified in the Application and whether the analysis is in the spirit of Child 
Death Review and the NCRPCD mission, and to permit NCRPCD to have advance notice 
of potential issues pertaining to the analysis and/or results. Any additional or other use 
of these data will be considered a breach of the Contract for Data, unless agreed upon in 
writing by both parties beforehand.    

9. NCRPCD may terminate its contract with the recipient if the recipient is in violation of 
any condition of the contract and such violation is not remedied within 30 days after the 
date of written notice of the violation. Furthermore, failure to comply with the contract 
terms will result in the disqualification of the PI, along with any collaborators implicated 
in the violation, from receiving additional NCRPCD data. 

10. All presentations and publications making use of this dataset must be provided to 
NCRPCD in a timely manner so that it is a repository of the various uses of the data. 

11. All presentations or other distribution resulting from use of the requested dataset must 
include an acknowledgement of the participating states and NCRPCD.  They must 
include the following language:  “This dataset was provided by the NCRPCD, which is 
funded in part by Grant Number U49MC00225 from the U.S. Department of Health and 
Human Services (HHS), Health Resources and Services Administration (HRSA) and in part 
by the US Centers for Disease Control and Prevention Division of Reproductive Health.  
The contents are solely the responsibility of the authors and do not necessarily 
represent the official views of NCRPCD, HHS or the participating states.  The following 
states contributed data from their child death review: (list states).”   

12. Within three years of completion of the project, all hard copies of the dataset generated 
by the researchers must be destroyed with a cross-cut shredder or returned to NCRPCD, 
and all electronic data must be destroyed/deleted within the same time frame. Written 
confirmation that the dataset has been destroyed is required. 

13. All installations of the data must have electronic security measures in place to prevent 
unauthorized access, by electronic or physical means, to the confidential data provided 
or to output from that data.   

 
Data Quality 
Only cases that have been identified and approved by the states as being complete and clean 
will be included in the de-identified dataset.  The NCRPCD will survey states on an annual basis 
to make this determination.   
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Application Process 
To request a de-identified dataset from the NCRPCD, the PI must complete the Application for 
Data, including a detailed proposal to NCRPCD describing the purpose of the data request, 
methods for study, and mechanisms that will be used to keep the data secure (see Application 
form).  Upon receipt, the Data Dissemination Committee (consisting of representatives of 
participating states, scientists, members of the NCRPCD National Center Steering Committee, 
and other relevant individuals) will evaluate the application on the basis of the following 
criteria: 
 

• Quality of the research question(s) and objectives for use of the dataset; 
• Whether the requested data elements are clearly described and whether access to 

those elements is necessary for the research questions; 
• Applicant’s understanding of the strengths and limitations of the database and analysis 

plan that is appropriate for this type of dataset; 
• Qualifications of researchers who will have access to the dataset; 
• Sufficiency of safeguards in place to maintain the data security, confidentiality, and 

prevent unauthorized access to data and evidence that the institution is registered with 
the U.S. Office for Human Research Protections; 

• Extent to which the proposal is in accordance with the mission of Child Death Review, 
which is to better understand how and why children die and use the findings to take 
action that can prevent other deaths and improve the health and safety of children;  

• Whether NCRPCD is conducting similar research or has plans to do so; and 
• Whether anticipated presentations, publications, or other dissemination of results from 

the research is consistent with the NCRPCD mission.  
 
At a minimum, the Committee will review applications on a quarterly basis.  All applicants will 
be notified in writing by NCRPCD of the Committee’s decision.  Proposals will be scored using 
the above criteria and given one of three grades: 
 

1. Rejected for not meeting the criteria 
2. Preliminary approval but requesting revision 
3. Approved 
 

After approval by the Committee, NCRPCD will inform the states participating in the CDR Case 
Reporting System of the Committee’s decision.  For any research request that proposes to 
identify data by state in any published or publicly released analysis or results, states will be 
notified and given the opportunity to have their state’s data excluded from the study 
(Attachment 2).  States will also be asked whether they wish to be specifically acknowledged in 
any project publication or presentation.  
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Requests for more information about the data file and the process for obtaining permission to 
access the dataset should be directed to: 
 
Heather Dykstra, MPA 
Senior Data Analyst 
National Center for the Review and Prevention of Child Deaths 
2455 Woodlake Circle 
Okemos, MI  48864 
Phone : (800) 656-2434 
Fax : (517) 324-7365 
Email : info@childdeathreview.org 
  

mailto:info@childdeathreview.org
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NATIONAL CENTER FOR THE REVIEW AND PREVENTION OF CHILD DEATHS 
 CASE REPORTING SYSTEM 

Application for De-identified Dataset  
 
Please complete information electronically. 
 

I.  Data  
 

A. For what year or years of the NCRPCD Case Reporting System are data requested?  
2005 ___ 
2006 ___ 
2007 ___ 
2008 ___ 
2009 ___ 
2010 ___ 
2011 ___ 
2012 ___ 
 
Note: States have different timeframes for when cases are reviewed and entered into the CDR 
Case Reporting System. Only cases that have been identified and approved by the states as 
being complete and clean will be included in the de-identified dataset.  NCRPCD will survey 
states on an annual basis to make this determination. 
Cases migrated from previous child death review reporting systems into the CDR Case 
Reporting System will not be included in a standard dataset, but may be provided upon further 
consultation between the researcher and NCRPCD. 
 

II. Investigator/researchers 
 

A. Identify the Principal Investigator who will carry out the duties described in the 
Guidelines and provide his/her curriculum vitae as an attachment: 

Name: 
Title: 
Institution: 
Department: 
Street address: 
City: 
State: 
Zip: 
Phone: 
Email address: 
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B. Identify each additional researcher/collaborator/co-investigator that will have access to 
the dataset and provide the curriculum vitae for each: 

Name: 
Title: 
Institution: 
Department: 
Street address: 
City: 
State: 
Zip: 
Phone: 
Email address: 

 

C. Describe the specific responsibilities the PI and other investigator(s) will have in 
conducting and completing the proposed research: 

PI role: ______________________________________________________________ 
 
Investigator 2:________________________________________________________ 
 
Investigator 3:________________________________________________________ 
 
[Add additional description for additional investigators.] 
 

III. Description of proposed research project 
 

In no more than five pages (excluding the list of variables), provide a detailed study protocol 
that includes the following:   

 
A. Title of project. 

 
B. Describe the research question(s) and objectives for the study.  

 
C. Describe the significance and rationale for the research.  

 
D. Describe the funding source(s) for the research. 
 
E. Describe the study design and methods.   

The response should be a coherent narrative that links the sample, the variables requested, 
and the analysis plan to the research questions.  The response is expected to be at least one 
page long, and it must include the following: 
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1. Description of the sample set requested using the Case Report form as a guide (for 
example, “infants only,” or “children ages 0-4 with motor vehicle as cause of death”). 

 
2. List of variables needed to carry out the study using the Case Report form (attached to 

Application Packet) as the guide. 
 

3. Analysis plan and software that will be used.  
 

4. Discussion of how limitations of the data and data quality issues will be addressed and 
will likely impact the study and your conclusions.  The NCRPCD database is a unique set 
of information, and researchers are urged to read the attached article from Injury 
Prevention, in particular the sections that describe in detail the “Limitations” and 
“Strengths” of the data.   

 
5. Discussion of how the study will handle small data numbers and missing and incomplete 

data.   
 

F. Estimated timeframe for study start and completion. 
 

G.  Anticipated presentations, publications, or other dissemination of results.  Please be as 
specific as possible. (Reminder:  Per the Guidelines for Use of Data, all oral and written 
presentations or other distribution of information resulting from the use of the requested 
data must be submitted to NCRPCD for review at least two weeks prior to presentation or 
submission to a journal or other source of publication  to determine whether the research 
was completed in the manner specified in the Application, whether the analysis is in the 
spirit of Child Death Review and the NCRPCD mission, and to permit NCRPCD to have 
advance notice of potential issues pertaining to the analysis and/or results.) 
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IV. Data Security 
 
All users of the NCRPCD dataset must have electronic security measures in place to prevent 
access to the confidential dataset from unauthorized individuals.   
 
A. Where will the data reside and how will data be shared among researchers?  Describe the 

physical transmission. 
 

B. Security details:  In the table below, provide a comprehensive list of all devices on which 
the dataset will be installed and indicate the electronic security measures that will be 
applied to each device. For those devices that have access to the Internet, all four of the 
electronic security measures must be in place for this data request to be approved.  For 
non-Internet devices, firewall protection is not required.  

 
If co-investigators at different institutions from the PI will also have physical control of 
the data, complete a table for each such co-investigator’s institution. 
 

 
 

ID 

Device type 
 
Indicate 
workstation, 
laptop, server, 
portable media, or 
other device 

Internet  
 
Does the 
device have 
access to the 
Internet?(Y/N) 

Electronic security measures 

   Password login 
The device 
requires a 
login ID and 
password at 
startup and 
after a period 
of inactivity. 
(Y/N) 

Restricted 
directory 
access 
The 
directories 
containing 
the data are 
restricted to 
authorized 
users who 
have logged 
in to the 
device. 
(Y/N) 

Virus 
protection 
Anti-virus 
software is 
installed on 
the device. 
(Y/N) 

Firewall 
protection 
Firewall 
technology 
is in place 
for devices 
that are 
connected 
to the 
Internet. 
(Y/N) 

1       
2       
3       
4       
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C. Physical security:  In addition to electronic security, the devices on which the dataset have 

been copied must be physically secured to prevent theft of the device.  Describe below the 
physical security measure in place for each device. 
 
If co-investigators at different institutions from the PI will also have physical control of 
the data, complete the table for each such co-investigator’s institution and describe how 
data will be securely transferred between institutions. 
 

 
ID 

Location of Device 
Indicate building 
name and office 
number 

                       Description of physical security 
 
Examples are offices are locked when unoccupied; storage in secure 
cabinets when the device is not in use; and monitored access to the 
building where the data are stored.   

1   
2   
3   
4   
 

V. Receiving Institution 
 

A. Identify the Receiving Institution, as that term is described in the Guidelines.   

B. Provide the IRB assurance number. 

C. Describe your Institution in detail.  What kind of work does it do?  Include the type of 
organization, its profit/non-profit status, and primary sources of revenue. 

D. Provide evidence in an attachment that your institution is registered with the U.S. Office 
for Human Research Protections. 

 
E. Describe your plans to obtain IRB approval for this study using the NCRPCD data. 
 
F. Describe your Institution’s experience in overseeing the use of sensitive research data by 

its staff. Please give specific examples.   
 
G. Describe any known breaches of sensitive research data by your organization and the 

steps taken to remedy the breach. 
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Application signatures: 
 
 
 
_________________________________________ ___________________ 
Signature of Principal Investigator    Date 
 
 
__________________________ _______________ ___________________ 
Signature of Representative of Receiving Institution  Date 
 
 
______________________ 
Title 
  



November 2013 
 

16 

TEMPLATE 
MICHIGAN PUBLIC HEALTH INSTITUTE 

National Center for the Review and Prevention of Child Deaths 
 

Contract for Access to and Use of Data 
 

This contract specifies the conditions for release of National Center for the Review and 
Prevention of Child Deaths (NCRPCD) CDR Case Reporting System data, research, and reports 
for legitimate public health or related research. The intent of this contract is to foster such 
research and to prevent misrepresentation of the data.  
 
This Contract for Access to and Use of Data (Contract for Data) is between [_____] 
(Investigators), and Michigan Public Health Institute/National Center for the Review and 
Prevention of Child Deaths (NCRPCD).   
 
This Contract for Data is for the study entitled [_____], as described in the Application for De-
identified Dataset, dated [_____], which is attached hereto and made part of this contract as 
Appendix A.  The Investigators are responsible for ensuring that all work under this study 
including the work of additional researchers, collaborators, and co-investigators complies with 
all applicable federal, state, local and international laws and regulations; and that the work is 
performed in a professional manner to the highest academic standards. 
 
Investigators agree to the following requirements for the use of the dataset and assure 
compliance with the requirements. 
 

1. This agreement applies to all activities occurring between the date of signing and 18 
months after that date.   
 

2. No one will be permitted to use this dataset to conduct analyses other than those 
described in the Application for Access to and Use of Data that accompanies this 
statement. 
 

3. IRB approval of the Receiving Institution will be obtained, and documentation of that 
approval will be provided to NCRPCD prior to release of any dataset.     
 

4. Investigators understand that all data shared are and shall at all times remain the sole 
property of the state and local teams which performed the child death reviews that are 
the source of the data. 
 

5. NCRPCD will seek permission from the participating states for release of the data for the 
project described in the Application for Data if said states are to be named in the 
analysis or results.  States have the right of first refusal to participate in this research 
project if applicant intends to identify state jurisdiction in any published or publicly 

relea
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sed analysis or results. 
 

6. Neither the dataset nor any part of it will be released to any persons other than those 
identified in the approved Application for Data. 
 

7. Investigators and all other researchers with access to the dataset will not attempt nor 
permit others to attempt to use the dataset to learn the identity of any decedent. If the 
identity of a decedent should be inadvertently discovered, Investigators will make no 
use of this knowledge, nor will they permit others to use the knowledge.  Investigators 
will inform NCRPCD of the discovery so it can prevent future discoveries.  Investigators 
will not inform anyone else of the discovery of identity. 
 

8. Investigators understand that not all deaths of children in the states have been 
reviewed by child death review teams and that not every child death review team in the 
country participates in the CDR Case Reporting System.   

 
9. Investigators understand that data will only be reported at an aggregated level and no 

data will be released that identifies data by state jurisdiction without explicit state 
permission.  Aggregated data must have cell counts of six or more cases in order to be 
reported. 
 

10. Investigators will not alter the approved research design without written permission 
from NCRPCD. 
  

11. All oral and written presentations or other distribution of information resulting from the 
use of this dataset shall be developed with adequate provision for the accuracy, 
reliability and integrity of the data. 
 

12. All oral and written presentations or other distribution of information resulting from the 
use of the requested dataset will be submitted to the NCRPCD for review at least two 
weeks prior to presentation or submission to a journal or other source of publication.   
 

13. All oral and written presentations or other distribution of information resulting from use 
of the requested dataset will include an acknowledgement of the participating states 
and NCRPCD. 
 

14. All presentations and publications will include the following language:  “This dataset was 
provided by the NCRPCD, which is funded in part by Grant Number U49MC00225 from 
the U.S. Department of Health and Human Services (HHS), Health Resources and 
Services Administration (HRSA) and in part by the US Centers for Disease Control and 
Prevention Division of Reproductive Health.  The contents are solely the responsibility of 
the authors and do not necessarily represent the official views of NCRPCD, HHS or the 
participating states.  The following states contributed data from their child death   
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review (list states).”   
 

15. All presentations and publications making use of this dataset shall be provided to 
NCRPCD in a timely manner so that it is a repository of the various uses of the data. 
 

16. Investigators understand that once a proposal for use of the dataset is approved, 
NCRPCD may acknowledge publicly the investigators’ names, institution, and name of 
the study as partners working with the CDR Case Reporting System data.  
 

17. The sharing of this dataset for the purposes stated in the approved project does not 
imply, in whole or in part, that the topic of the approved project has not been 
investigated before, or will not be investigated now or in the future, by other 
investigators interested in this topic. 
 

18. Any additional or other use of this dataset except as described in Investigators’ 
Application for Data will be considered a breach of this contract, unless agreed upon in 
writing by both parties beforehand. 
 

19. Investigators will assure compliance with the security measures described in the 
Application for Data.  
 

20. When the proposed analyses are completed, all copies of the dataset will be destroyed 
with a cross-cut shredder or returned to the NCRPCD upon completion of project plus 
three years. All electronic versions of the dataset will be deleted.  Written confirmation 
that the dataset has been destroyed or deleted is required. 
 

21. By signing this document, Investigators agree to be responsible for compliance with the 
conditions of this agreement and agree to these conditions by their signatures below. 
 

22. The fee for obtaining the data file is: [____], which must be paid in full to Michigan 
Public Health Institute prior to release of any data.  
 

23. NCRPCD may terminate the Contract for Data if the Investigator is in violation of any 
condition of the agreement and such violation is not remedied within 30 days after the 
date of written notice of the violation.  
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Principal Investigator: 
 
Name: __________________________ Title: _____________________________ _____  
_ 
Organization: _______________________________________________________ _____  
 
Address: ________________________________________________________________  
 
Email address:  __________________________Phone: ___________________________ 
 
Signature: __________________________ Date:  ______________________________ 
 
 
For Receiving Institution: 
 
Name: _________________________          Title: _______________________________ 
 
Organization: ____________________________________________________________ 
 
Address: ________________________________________________________________ 
 
Email address:  ____________________________Phone: (      ) ________ 
 
Signature: __________________________ Date:  __________________ 
 
 
For MPHI:  
 
Name: ______________________________   Title: ___________________________________ 
 
Organization: ____Michigan Public Health Institute_______  
 
Address: __2436 Woodlake Circle, Suite 300, Okemos MI 48864_______  
 
Email address:  ____________________________Phone: (      ) ________ 
 
Signature: __________________________ Date:  _________________ 
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Attachment 1 
 

HIPAA Required Elements to De-identify Case Data* 
 
These data elements will be removed for all persons accessing de-identified case data, per 
the Data Use Agreement.  The source of these data elements is the National Center for Child 
Death Review Case Reporting System: Case Report Tool.   

Introduction: Case Definition 
 
Case number 
County of review 
Review team number 
Sequence of review  
Death certificate number 
Birth certificate number 
ME/Coroner number 
 
Section A: Child Information 
 
Child first name 
Child middle name 
Child last name 
Child name: unknown 
Date of birth: month, day, year 
Date of birth: unknown 
Date of death: month and day 
Date of death: unknown 
Residential address: unknown 
Residential address: street 
Residential address: apartment 
Residential address: city 
Residential address: county 
Residential address: zip 
 
Section D: Incident Information 
 
Date of incident 
Date of incident: same 
Date of incident: unknown 
Time of incident 
Time of incident: am or pm 
Time of incident: unknown 
Incident County 
 
Section N: Form Completed By 
 
The names and contact information will be removed. 

                                                 
* * Source:  http://www.hhs.gov/ocr/combinedregtext.pdf, Section 164.514(b)(2)(i) of the rules. 

http://www.hhs.gov/ocr/combinedregtext.pdf
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Attachment 2 
 

A Request for the Release of CDR Case Report Data when Research Applicant Intends to 
Identify State(s) in Proposed Published Analysis or Results 

 
The following template will be used by NCRPCD to request written authorization from states 
participating with the CDR Case Reporting System for permission to release individual case 
report data to research applicants that intend to identify state jurisdiction in published 
analysis or results.  State permission will be sought once the Data Dissemination Committee 
has approved the project.   

 
Dear State of (insert state) Data Holder: 
 
This letter is to inform you that the National Center for Review and Prevention of Child Deaths 
(NCRPCD) has received a request to release de-identified individual case report data.  The 
request was submitted by (insert name of requestor and organization) on (insert date).     
 
The requester will be using the data for the purpose of (insert purpose).  If the requester 
intends to use the data for a purpose other than what is stated here, they must submit a new 
request. 
 
Per the National Center for the Review and Prevention of Child Deaths’ Guidelines for 
Requesting De-identified Dataset, written permission is necessary from each state where the 
research applicant intends to identify state jurisdictions in published or publicly released 
analysis or results of CDR data.   
 
As a reminder, de-identified individual case report data released by the NCRPCD will not include 
the list of data elements found in Appendix B of the NCRPCD Data Dissemination Policy and 
Guidelines.   
 
Please verify that your state is not precluded from releasing this data by any rules or statutes 
before signing this agreement.   
 
If you approve this data request, please sign both copies of the attached contract.  Mail both 
copies to the National Center for Review and Prevention of Child Deaths for signature.  
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Attachment 3 
 

Confidentiality Agreement to be Signed by All Researchers with Access to NCRPCD Data 
 

By signing this Agreement, I agree to the following: 

1. I will safeguard the confidentiality of all confidential information contained in the National 
CDR dataset to which I have been given access. I will not carelessly handle confidential 
information. I will not in any way divulge copy, release, sell, loan, review, or alter any 
confidential information except as within the scope of my duties. 

2. I will only access confidential information for which I have a need to know and I will use that 
information only as needed to perform my duties. 
 

3. I will not attempt nor permit others to attempt to use the dataset to learn the identity of 
any decedent. If I inadvertently discover the identity of a decedent, I will make no use of 
this knowledge, will not permit others to use the knowledge, will not inform anyone else of 
this knowledge, and will inform NCRPCD of the discovery so it can prevent future 
discoveries.   

4. I will transmit and store all electronic and hard copy data in a secure and confidential 
manner and location at all times. 

5. Upon completion of the performance of my duties, the identifiable dataset will be 
destroyed and no opportunities will be available to access that data on the network or 
computer systems.   

6. I will promptly report activities by any individual or entity that I suspect may compromise 
the availability, integrity, security, or privacy of confidential information.  

7. I understand that the ownership of any confidential information referred to in this 
Agreement is defined by State statutes.  

8. I understand that violating applicable laws and regulations may lead to other legal penalties 
imposed by the judicial system. 

 
 
 
 
Signature: ___________________________________ Date: _________________ 
  
 
Print Name: _________________________________ 

 
 



The US National Child Death Review Case
Reporting System
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ABSTRACT
The National Child Death Review Case Reporting System
(NCDR-CRS) was developed in the USA to provide child
death review teams with a simple method for capturing,
analysing, and reporting on the full set of information
shared at a child death or serious injury review. The
NCDR-CRS is a web based system currently being used
by 35 of the 50 US states. This article describes the
purpose, features, limitations, and strengths of the
system. It describes current and planned efforts for the
dissemination of the data to inform and catalyse local,
state, and national efforts to keep children safe, healthy,
and alive.

A comprehensive review of a child’s death requires
the sharing of case records from multiple sources on
the wide ranging set of circumstances leading up to
and causing a child’s death. An effective review
requires using this information to improve systems
and prevent deaths. Capturing all of the informa-
tion from review using reports from multiple
sources and in a format useful for analysis and
prevention is the purpose of the National Child
Death Review Case Reporting System (NCDR-
CRS). This is a passive epidemiologic surveillance
system. It allows for the ‘ongoing systematic
collection, analysis, and interpretation of data
essential to the planning, implementation, and
evaluation of public health practice closely inte-
grated with the timely dissemination of these data
to those who need to know’.1 Most importantly,
the system can help to identify the aetiologic or
causal factors in deaths of children so that
communities can reduce or eliminate exposure to
those factors as the basis for prevention.2

DEVELOPMENT OF THE NCDR-CRS
When the National Center for Child Death Review
(NCCDR), based at the Michigan Public Health
Institute (MPHI), was funded in 2002 by the US
governmenti, a major project objective was to
explore the feasibility of building a standardised
reporting tool for local and state child death review
(CDR) teams. NCCDR found that 44 of 50 states
had a case reporting tool for CDR; however, there
was little consistency in the type of information
that was being collected and analysed. Thirty CDR
leaders from 19 states volunteered to design and
test a case reporting system. NCCDR managed the
system design and software development. It was

originally proposed that the system would be
a minimal dataset, capturing only the final
outcomes of a case review. The 30 volunteer
designers argued instead for a system that would
capture the whole story of a child’s death or serious
injury, such that the version in use today contains
over 1700 data elements.3

Thirty-five states are now enrolled in this web
based system and have entered more than 84 000
reviewed child deaths. The database primarily
reflects a period of review between 2005 and 2009.
Table 1 provides a summary of the types of cases
entered as of December 2010.

PURPOSE AND OBJECTIVES OF THE NCDR-CRS
The purpose of the system is to provide CDR teams
with a simple method for capturing, analysing, and
reporting on the full set of information shared at
a child death or serious injury review, so that the
information can be used at the local, state, and
national levels to inform improvements in child
safety and prevent deaths.
The objectives of the system are to:

1. Permit local and state CDR teams to systemat-
ically collect comprehensive information on
every child death or serious injury reviewed
including:
< Child, family, supervisor, and perpetrator
< Incident place, events, and emergency

response
< Investigation actions
< Risk and protective factors by cause of death
< Further detail on acts of omission or commis-

sion contributing to the deaths, on sleep
related infant deaths and on consumer
product related deaths

< Services needed, provided or referred
< Recommendations for and actions taken to

prevent deaths
< Factors affecting the quality of the case

review
2. Enable local and state CDR teams to easily

analyse and report on their CDR findings
3. Enable child health and safety advocates to

access aggregated state and national CDR
findings to inform child health and safety
prevention policies and practices.

SYSTEM FEATURES
NCDR-CRS is a web based reporting structure,
built using MS-ASP.net. Data entered into the
system is stored on secure servers at MPHI.
The system is child based, and can capture iden-

tifiable data on the child, but not identifiable for
others involved in the death incident. Extensive data
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elements are included that address risk factors for most major
causes of injury death.
Access to the system is allowed upon the signing of a data use

agreement between a state and MPHI and confidentiality
statements for all registered users in a state. Users log into and
have access to the secure system via passcodes, depending upon
one of three levels:
< Level 1: individual team users can enter, edit, print, and delete

cases and download identifiable data only for the cases
reviewed by their team

< Level 2: state level users can enter, edit, print, and delete cases
and download identifiable data for cases reviewed by teams in
the stateii.

< Level 3: NCCDR staff can print and download de-identified
data for all cases in the system by state
There is a paper form available that mimics the web system,

but the web system was developed using a complex system of
skip patterns to speed the data entry process. A data dictionary
is available via paper and is also linked as a help feature to every
data element in the web system.
Thirty-two standardised reports are available for downloading

and/or printing at the local and state level. These reports are
created using real time data. The reports cover all major causes
of deaths and serious injuries. Local and state users are able to
download local data at any time into their own software for
further analysis. A data code book accompanies the system.
States are able to migrate case reports from archived CDR

databases into the NCDR-CRS. A number of states have already
done this. Some customisation is available at minimal costs for
states. For example, users in Georgia are presented with an
additional screen to help them track the state agencies involved
in the case and recommended systems improvements.
The system is free to all users. The NCCDR staff enrols users

and provides training and help desk support. MPHI programmers
and IT staff maintain the system’s functionality and servers.

LIMITATIONS OF THE DATA
There are a number of ways in which this system is unlike
typical public health surveillance or vital statistics data. Most
obvious is that the case reporting system does not usually
include all child deaths occurring in specific jurisdiction and thus
cannot be compared one to one with vital statistics data; rates
cannot be calculated nor can the data be assumed to be a repre-
sentative sample of all deaths without detailed analysis.
Secondly, the data cannot be compared state to state, and
sometimes even team to team within a state, because of varia-
tion among teams in the types and timing of death reviews.
Third, there can be large differences in the quality of data
between teams and states, especially for states new to the
system. At first many users leave a large proportion of questions
unanswered and data fields blank. We have found that this
improves with time. CDR teams can use the form as a quality

Table 1 Summary of cases entered into the National Child Death
Review Case Reporting System; 1995e2010.* N¼84 122

Number %

Age of child

Under age 1 45 339 53.9

Ages 1e4 10 065 12.0

Ages 5e9 4 954 5.9

Ages 10e14 6 513 7.7

Ages 15e17 11 761 14.0

Over 17 years old 2 257 2.7

Missing 3 233 3.8

Total 84 122 100.0

Gender of child

Male 49 579 58.9

Female 33 360 39.7

Missing 1 183 1.4

Total 84 122 100.0

Race of child

White 52 047 61.9

African American 21 233 25.2

Native Hawaiian 452 0.5

Pacific Island 263 0.3

Asian 1 498 1.8

American Indian 1 232 1.5

Alaska native 2 0.0

Multiracial 1 318 1.6

Missing 6 077 7.2

Total 84 122 100.0

Ethnicity of child

Yes, Hispanic/Latino 12 568 14.9

Not Hispanic/Latino 55 266 65.7

Missing 16 288 19.4

Total 84 122 100.0

Official manner of death

Natural 44 362 52.7

Accident 19 682 23.4

Suicide 3 004 3.6

Homicide 5 555 6.6

Undetermined 5 511 6.6

Pending 907 1.1

Missing 5 101 6.1

Total 84 122 100.0

Official cause of death

Externaldmotor vehicle 10 849 12.9

Externaldfire, burn, electrocution 1 672 2.0

Externalddrowning 2 724 3.2

Externaldasphyxia 5 283 6.3

Externaldweapon 5 951 7.1

Externaldanimal bite 46 0.0

Externaldfall or crush 655 0.8

Externaldpoisoning 1 346 1.6

Externaldexposure 153 0.2

Externaldundetermined 642 0.8

Externaldother 1 381 1.6

Externaldunknown 151 0.2

Medicaldprematurity 15 450 18.4

Medicaldcongenital anomaly 6 597 7.8

MedicaldSIDS 4 873 5.8

Medicaldcancer 2 064 2.5

Medicaldcardiovascular 2 036 2.4

Continued

Table 1 Continued

Number %

Medicaldother 14 419 17.1

Medicaldundetermined and unknown 1 413 1.7

Undetermined if medical or external injury 2 207 2.6

Missing 4 210 5.0

Total 84 122 100.0

*22 596 cases (26.9%) were migrated from prior state reporting systems. Majority of cases
(76%) were entered after 2004.

iiA few states have elected not to have access to case identifiers from local reviews.
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improvement tool. They find that not knowing the answer to an
important question such as ‘were there working smoke detectors
in a fire death’ has them gathering this information for their
next fire death review.

Some teams also do not routinely access the data dictionary to
ensure consistent meaning. NCCDR attempts to work with
users to encourage compliance with the data dictionary, but is
aware that some states have developed their ‘own’ definitions
for a term. There are also a number of relatively subjective data
elements, such as ‘was this death preventable?’ or ‘did an act of
omission contribute to the death?’. These questions were
intentionally included in the tool to encourage discussion, but
may be problematic for certain types of analysis. Fourth, the
original reporting source for specific data elements is not spec-
ifieddso that it is not known which agencies contributed
information, although the types of agencies participating at the
review can be entered for each case. As such the system does not
have a primacy rule for selecting the best answer to a question
and instead relies on the CDR teams to determine primacy when
there is dispute among agencies. The system cannot determine if
the team or the person entering the data selected an answer.

STRENGTHS OF THE DATA
Despite the limitations, the case information provided by local
and state CDR teams provides valuable information on the
complexities involved in many child deaths, and much of this
information is not available from any other single source. For
example, data entered on infant sleep related suffocations
describe with whom, on what surface, and where the child was
sleeping at the time of the death. This can be cross matched
with detailed information on the child’s supervisor to better
understand the circumstances of these deaths. With pool
drowning deaths, data record how the child entered the pool
area, what barriers they may have breached, and why those
barriers were not working. Box 1 describes the type of data that
could be entered for a teen motor vehicle crash. For all deaths,
comprehensive information on caregivers, supervisors, and
perpetrators can help describe specific risks to children and
improvements to help persons acquire resources to better protect
their children.

DISSEMINATION OF THE DATA
Ideally, any review findings should be easily disseminated for use
by government, organisations, and the public to keep children
alive. However, the NCDR-CRS is first and foremost a system for
use by local and state CDR teams and programmes. This is in
keeping with the fact that CDR is best as a local processdpeople
closest to the death event coming together to share the story of
the death in order to keep other children safe from harm. In fact,
according to the terms of the data use agreements with partici-
pating states, the data entered into the system is the property of
these states. NCCDR only serves as the custodian of the data.

Most local teams are not accessing the data download feature,
relying instead on the standardised reports. They are able to
generate up to 32 of these, incorporate them into an annual
report template, and thereby produce a report on their CDR
findings and process to share with their community.

Most states participating in the system are downloading their
data on an annual basis and generating extensive annual reports
on all deaths reviewed or specialised reports on specific types
of deaths such as suicides or drowningsiii. Most states have

legislation requiring that reports on state CDR be presented
annually to state agencies, legislators and/or governors. Some
states are now linking their CDR data to their birth, death, and
other records for more enhanced analysis.

Box 1 What the case reporting system can tell us about
a teen motor vehicle death

Child’s demographic information
Age; sex; education and employment; disabilities, health,
substance abuse, mental health, delinquency, and child
maltreatment and family violence histories.

Child’s primary caregivers (up to two)
Age; sex; income; education and employment; primary language
spoken; on active military duty; disabilities, health, substance
abuse, mental health, delinquency, and child maltreatment and
family violence histories; prior child deaths.

Supervision
If needed and for person responsible for supervision: age; sex;
income; education and employment; primary language spoken;
on active duty in military; disabilities, health, substance abuse,
mental health, delinquency, and child maltreatment and family
violence histories; prior child deaths; specific impairments at time
of supervision.

Incident
Time, place, emergency response, child’s activity at time, number
of other deaths.

Investigation
Types of investigators, persons declaring cause of death, types of
forensic tests conducted, reviews of child protective services
records.

Manner and primary cause of death
Information on crash circumstances
Number and types of vehicles involved in crash, position of child,
collision type, primary causes of crash, driving conditions, loca-
tion of crash.

Information on drivers, occupants, pedestrians
For child, child’s driver and other drivers involved in crash:
licence status and violations to graduated licensing regulations;
for all vehicles in crash: number of total occupants, teen occu-
pants and teen deaths; protective measuresdfor example, seat
belts needed, present, used, used incorrectly or not used.

Information on acts of omission or commission
Types of acts contributing to the death and information on the
perpetrators of these acts (same as for supervisor).

Services used, needed, referred or recommended as
a result of the death

Recommendations on actions to prevent other deaths
Includes a wide range of optionsdincluding education, environ-
mental modifications, legislation, product safety; status of
implementation of recommendations.

Information on the case review
Attendees, issues preventing a comprehensive review, summary
of outcomes.iiiAnnual reports from most states can be accessed at http://www.childdeathreview.

org/
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Aggregated multi-state, de-identified data analysis generated
by NCCDR staff is available to federal agencies and other
researchers in accordance with the NCCDR data dissemination
policy. Recently a number of agencies in the US government
have shown interest in accessing the data to inform national
policy. For example, a request has been made to generate data on
the circumstances in child passenger deaths which may explain
why caregivers fail to use child passenger seats. One federal
agency is interested in comparing the number of child
maltreatment deaths identified through this reporting system to
the number generated in the federal child abuse reporting
system. Mental health agencies are interested in access and
compliance issues for prior and current mental health services in
suicide deaths. A federal childcare licensing agency is interested
in analysing unintentional deaths occurring in licensed day care
centres. Federal child welfare has requested data on the quality
of supervision in all injury deaths to understand the role of
supervision and caregiver neglect in these deaths.

The US Centers for Disease Control and Prevention (CDC) are
funding two projects to utilise the case reporting system as
a means to better understand sudden unexplained infant deaths
(SUID) and violent deaths. In the former, an expanded version of
the case report tool that includes additional questions on SUID
deaths is being piloted in seven states with support to ensure the
review of 100% of all SUID deaths. Their data are being shared
with the CDC as the pilot for a national SUID Case Registry.
Data on violent deaths is being matched with data from states
participating in the CDC’s National Violent Death Reporting
System.4 This probabilistic match will inform both the National
Violent Death Reporting System and CDR as to the complete-
ness of their violent death data and enrich understanding of
these deaths. The US Maternal and Child Health Bureau is
funding a secondary data analysis of infant sleep related deaths,
using NCDR-CRS data from over 3000 SUID deaths in nine
states, to understand the risk factors in these deaths.

A number of non-federal researchers have also made enquiries
as to the availability of the data for research purposes. A formal
application must be submitted and approved by the NCCDR
Data Dissemination Committee for access to the de-identified

database. Part of the application is agreement on the limitations
of the data for surveillance purposes. The committee includes
representatives from participating states and members of the
NCCDR National Steering Committee. Data are not available
from NCCDR that counts specific data elements by an indi-
vidual statedfor example, ‘100 of the 1000 deaths are from New
York’. Requests for state identified data are rarely approved and
if so must be approved by the participating states through
a separate process.

FUTURE DIRECTIONS
Efforts will continue to enrol the remaining 16 states into the
NCDR-CRS and to improve data quality. Especially important
are: increasing the completeness of information, reducing
inconsistencies in interpreting definitions, providing training and
technical assistance for all users, and enhancements to the
software to allow for customisation and automatic pre-popula-
tion of data from agency case records. Most importantly, efforts
will continue to assist child death review teams to interpret and
use their data to prevent child deaths and to keep all children
safe and healthy.
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