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Summary: 
This policy is needed so that there are clear guidelines for the release of ACPR CP Data. This is necessary so that each contributing CP Register custodian is clear as to the use of CP Data once it has been provided to the ACPR. 
This policy will affect Cerebral Palsy Alliance Research Institute staff, members of the ACPR Policy and Research Group, members of the ACPR Network and any individual requesting access to data from the ACPR. 
Policy Statement

The Australian Cerebral Palsy Register (ACPR) is a data set of information relating to people with cerebral palsy (CP) collected from every state and territory of Australia by individual CP registers. The ACPR is an electronic data base of data, uploaded from the State and Territory CP Registers, from which client identifiers have been removed and replaced by a unique code in order to ensure privacy of data. The ACPR exists to assist efforts to understand the causes of cerebral palsy, plan services and assist prevention efforts and treatment decisions.
The ACPR and its custodian The Cerebral Palsy Alliance Research Institute do not provide cerebral palsy support services or medical advice.  Any such enquires are directed to the relevant medical practitioners or other State and Territory agencies e.g. Cerebral Palsy Alliance in NSW, Children, Youth and Women's Health Service in SA etc
Quality Assurance  
Data quality and integrity is assured via the following strategies: 

State and Territory:  

· Review of the completeness of data for each registration, 

· Review of classification protocols 

ACPR: 

· Monitoring for duplication of records,

· Review and consideration of level of ascertainment across each State and Territory

· Surveillance of use of data to ensure combined data set is used appropriately

Confidentiality of Information

Information held by the Australian Cerebral Palsy Register is confidential.  The procedures for making a request for information, which may be identifying data (personal information) or non-identifying data, are outlined below.

Fees are not generally charged for reports in relation to the non-identified data held by the Register unless significant resources are required to complete the request.

1.0 Requests for identifying data
Definition

· Identifying data is defined as any data items that either singularly or collectively allow registrants to be identified.
The ACPR will facilitate and support researchers seeking identifying data to follow the necessary application processes through the relevant CP Register custodians (see Figure 1.0).  

The decision to release any such information is the responsibility of each individual state or territory CP Register custodian and will relate to the legislative and ethical requirements for each organisation. 

Requests for identifying data that are to be used for research purposes requires the approval of the proposal by the researchers’ own institutional ethics committee and the relevant CP Register’s custodian research and ethics committee. Any such requests to the ACPR will be directed to the relevant custodian organisations involved. In order to streamline this application process, researchers should use the National Ethics Application Form https://www.neaf.gov.au/ 
The ACPR can act as a resource for researchers considering research proposals or proposals which are experimental in nature. In this instance informal advice would be provided by the ACPR Policy and Research Committee to the researcher prior to a formal application being made. Researchers should complete a Research Committee Consultation Request Form – ACPR RF 1.0
2.0 Requests for non-identifying data
Definition

· Non-identifying data (ACPR data) is defined as are data that either singularly or collectively do not allow data subjects to be identified.
ACPR data is available upon written request – Request for Non-identifying ACPR Data ACPR 2.0 
Requests for ACPR data to be used for research purposes requires the approval of the proposal by the researchers’ own institutional ethics committee, the Australian Cerebral Palsy Register Research Committee  and the Human Research Ethics Committee (HREC) based at Cerebral Palsy Alliance in NSW. 

Researchers seeking access to ACPR Data for research purposes should apply to the Australian Cerebral Palsy Registry with the following documents in electronic format:

· a covering letter (detailing the purposes of the study and who is funding the study); 
· the study protocol using the National Ethics Application Form https://www.neaf.gov.au/ 

· the relevant ethics committee approvals.  
See ACPR Policy and Research Committee Procedures Flow Chart. 
Requests for ACPR Data that can be compiled using existing reporting systems have a turnaround of approximately 1 week.  If the information has not previously been released, authorisation from the ACPR Research Committee will be required.
Requests requiring significant register resources or expert input from additional staff may take longer to process and may incur a charge. In this instance a quotation for this request will be provided for the consideration. 

3.0 Authorship / Acknowledgement of the ACPR 

When the ACPR Policy and Research Committee review a research proposal, a statement of requirements will be made in relation to such issues as: 
· acknowledgement of the use of ACPR Data 
· expectations in relation to authorship where consultation has been sought in relation to the design of a proposal
· expectations in relation to submitting future articles to the ACPR Research committee for review prior to submission for publication
The ACPR Policy and Research Committee will be guided in relation to any issues of authorship and intellectual property by the NH&MRC’s Australian Code for the Responsible Conduct of Research, 2007 which is available at http://www.nhmrc.gov.au/publications/synopses/_files/r39.pdf . 
4.0 Access to data about registrants 
A person with CP may request information about whether their personal data is held by the relevant CP Register in their State and Territory. Any such request will be directed to the relevant State and Territory CP Register Custodian. 

5.0 Access to information on Aboriginal and Torres Strait Islander peoples
An application to the Aboriginal Health and Medical Research Council (AH&MRC) ethics committee should be made for research projects for which one or more of the following apply:

· The experience of Aboriginal people is an explicit focus of all or part of the research; or

· Data collection is explicitly directed at Aboriginal peoples; or

· Aboriginal peoples, as a group, are to be examined in the results; or

· The information has an impact on one or more Aboriginal communities; or

· Aboriginal health funds are a source of funding

Research that is not specifically directed at Aboriginal people or communities, such as for the total population or a sub-population (e.g. rural NSW, people over 50 years old) can still potentially impact on Aboriginal people. However, an application for such research need only be made to the Committee if any one of the following applies:

· Any of the five factors listed above are present; or

· Aboriginal people are known, or are likely, to be significantly over-represented in the group being studied (e.g. compared to the 2.1% of the total NSW population as shown in the 2006 Census); or

· The Aboriginal experience of the medical condition being studied is known, or is likely, to be different from the overall population; or

· There are Aboriginal people who use the services being studied in distinctive ways, or who have distinctive barriers that limit their access to the services; or  

· It is proposed to separately identify data relating to Aboriginal people in the results.
The AH&MRC ethics committee have some specific requirements, including evidence of community engagement in the research. Relevant documents can be found on the AH&MRC website at: http://www.ahmrc.org.au.  If you are unsure whether an application to the AH&MRC Ethics Committee is required, please seek the advice of the Ethics Committee secretariat (T: 02 9212 4777).

6.0 Release of Published data 
The Australian Cerebral Palsy Register will make regular reports available to the public within the limits of the available data. 

The ACPR Policy and Research Group will determine the content of these reports and contribute to the editing, writing and authorship. 

These reports will be available on the ACPR website in pdf format, see https://secure.cpregister-aus.com.au/ and the The Cerebral Palsy Alliance Research Institute website http://www.cpresearch.org.au 
Contacting the Australian Cerebral Palsy Register: 

Enquires and applications should be directed to:

Australian Cerebral Palsy Register

CP Institute, 
PO Box 6427

NSW 2100
Phone - (02) 9479 7200
Fax - (02) 9479 7291
Email – researchinstitute@cerebralpalsy.org.au 
ACPR Research Committee Procedures


ethics@tscnsw.org.au












ACPR Framework
Related Policies or Documents

Please see following forms: 

Research Committee Consultation Request 





Request for Non-identifying ACPR Data

Revision Schedule

	Review Date
	Outcome
	Comment on revised/review details

	 June 2014
	( revised
	Updated references to The Spastic Centre to Cerebral Palsy Alliance. 

	June 2017 
	  ( revised
	Updated details regarding access to information on Aboriginal and Torres Strait Islander peoples


Development of Research Proposal


Involving Use of De-identified CP Data





Reconsider Research Proposal / Reformulate Plan





(OPTIONAL)


Submission of Research Committee Consultation Request Form


Feedback given to researcher.





Submission of Proposal to the ACPR Policy and Research Committee


E-mail to: ethics@cerebralpalsy.org.au


Submission should include: 


- a covering letter (detailing the purposes of the study and who is funding the study); 


- the study protocol using the National Ethics Application Form � HYPERLINK "https://www.neaf.gov.au/" ��https://www.neaf.gov.au/� 


- the relevant ethics committee approvals from the researcher’s  place of employment


Application e-mailed to each member of the Policy and Research Committee for review











Approved





Not Approved


Feedback given to researcher. 





Research project undertaken





Review of manuscript / acknowledgement of ACPR completed as per recommendations made by the ACPR Policy and Research Committee.


Research findings disseminated.





Not Approved


Feedback given to researcher. 








Passed to CPA Board 





Approved





Review of manuscript / acknowledgement of ACPR completed as per recommendations made by the ACPR Policy and Research Committee


Research findings disseminated.





Research project undertaken





Passed to TSC Board 





Not Approved





 Application passed to 


Cerebral Palsy Alliance Ethics Committee 
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Custodian: Cerebral Palsy Institute
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