	
	
	



	
	
	



Incorporating new data collections to the NHDH 
Data CustodianToolkit
The National Health Data Hub (NHDH), previously known as the National Integrated Health Services Information (NIHSI), is a major national de-identified data linkage system that draws together datasets from both the government and non-government sectors.  
The NHDH, supported by the NHDH Advisory Committee, provides the following:   
· Expanded Data Coverage: The AIHW continues to increase data collections available in the NHDH which provides greater volume and breadth of data, offering better coverage and enabling more comprehensive analyses to be undertaken be researchers. 
· Broadened Access and Collaboration: The NHDH facilitates access for government and non-government researchers, fostering diverse research opportunities and reducing duplication of effort and costs. 
· Enhanced Data Sharing and Interoperability: The NHDH enables efficient and safe data sharing. It facilitates interoperability between State and Territory linkage nodes and existing linked data assets such as PLIDA and NDDA, enabling two-way data flows and integration with other initiatives (e.g., NMLK). The platform is designed to be flexible and responsive to emerging issues. 
· Reduced Duplication of Effort and Costs: By integrating data as an enduring asset into the NHDH, Data Custodians minimise the need for repeated linkage activities. Unlike customised bespoke linkages, where data linkage costs recur with each new project, enduring integration leads to sustained savings. 
The relevant AIHW Data Custodian and NHDH Data Expansion & Design Team work in partnership to support the incorporating of new enduring datasets into the NHDH. This toolkit provides the following information:
· Overview of the process
· Checklist for incorporating new data collections into the NHDH
· Overview of the responsibilities, accountability, consultation and those who need to be informed (RACI) in the process.

Further information and support are also available via the following:
· NHDH website
· NHDH Governance Protocols
· NHDH Data Expansion & Design Team – NHDH.data.expansion@aihw.gov.au  
· NHDH Data Custodian – NHDH@aihw.gov.au


Overview of the process
The AIHW work in partnership with the Source Data Custodians to support the incorporation of new enduring data collections into the NHDH.

Figure 1: Process Diagram
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The incorporation of these data collections into the NHDH includes the following steps:

1) Initial engagement, governance/ethics, approvals (depicted in figure 2)
The AIHW will meet with the source Data Custodian to discuss their specific needs, including timings, costs, feasibility, specific governance requirements and consent arrangements for the data collection. The AIHW will lead this process to develop a data sharing agreement and the required ethics applications. 
The outputs from this step include:
i) Executed Data Sharing Agreement with the source Data Custodian
ii) Submitted ethics applications 
iii) Submitted NHDH project proposal 
Figure 2: Governance Process
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2) Data design and acquisition
The AIHW will work closely with the data custodian on establishing the data item list for the NHDH and develop data specifications to transform the data in line with the requirements of the NHDH.  Data will be supplied to the AIHW using agreed process and stored in the AIHW secure environment. 
The outputs from this step include:
i) Finalised data specifications
ii) Content data received
iii) Linkage variables received

3) Technical Preparation
Following the data being supplied to the AIHW from the source Data Custodian, AIHW will undertake the technical preparation and develop a linkage plan and test plan. 
The outputs from this step include:
i) Linkage plan developed
ii) Test plan developed

4) Data Linkage
Once the linkage plan is established the linkage will be completed and a de-identified linkage map will be created.
The outputs from this step include:
i) Linkage map created

5) Data Merging and Transformation
Data transformations will be applied in line with the data specifications and de-identified linked ready data will be progressed for testing.
The outputs from this step include:
i) De-identified linked ready data prepared for testing

6) Testing
Data is thoroughly tested to evaluate the quality, accuracy, and completeness of data against the data specifications using the test plan.
The outputs from this step include:
i) Tested de-identified linked ready data for loading into production environment 

7) Release 
Data is transferred to the NHDH production environments The data collection is now ready for researchers to apply for access to the data via project proposals as per the processes outlined in the NHDH Governance Protocols. 
The outputs from this step include:
i) De-identified data loaded into the NHDH secure environment



Data Custodian Checklist 
Incorporating new data collections to the NHDH
	Action (please note: not all actions may apply)
	Status

	Initial engagement, governance/ethics, approvals 
	

	Advise of relevant contacts, including AIHW Data Custodian
	

	Confirm funding arrangements – Have you been provided a quote from the AIHW Linkage Client Services Unit?
	

	Confirm whether an NDI data supply back is required.
	

	Confirm feasibility of linkage and provide linkage variables.
	

	Discuss timings and release schedule 
	

	Advise of Legislative Mechanism and provide the relevant legislation 
	

	Advise of consent arrangements:
· Are their opt in/ opt out arrangements?
· Is a waiver of consent required (section 95 of the Privacy Act)?
· Will linkage be via SLK-581 or personal identifiers?
Please provide copies of consent documentation provided to participants, i.e. consent letters, brochures etc.
	

	Confirm Preferred Data Sharing Agreement type – Letter of Exchange, MoU, Data Disclosure Agreement etc.
AIHW can provide templates for data sharing agreements.
	

	Confirm ethics applications required – new or amendment – Content & Identifiers
AIHW Data Custodian will lead this process in consultation with the external data custodian.
	

	Is there an established working group that oversees the data collection?
Specify specific governance requirements for project approvals – would the data custodian and/or working group like to approve, be provided for information or not want to receive at all:
· NHDH Project Proposals
· Releasing NHDH data to the public 

If so, please provide the contact details in which you wish these to be sent by the NHDH Secretariat. 

*Please note - all NHDH projects will adhere to the general conditions set out in the NHDH Governance Protocols.
Confirm data being included as a pilot project or on and enduring basis
	

	Data design and acquisition
	

	Provide Data Item List and data dictionary to create the data design specifications.
	

	Advise and supply linkage variables
	

	Technical Preparation
	

	Linkage plan developed*
	

	Testing plan developed*
	

	Data Linkage
	

	Linkage Map created*
	

	Data Merging and Transformation
	

	Data merged and transformations applied*
	

	Testing
	

	Data is tested in accordance with test plan*
	

	Release
	

	Data is released into production environment*
	

	Website, protocols, templates and other documents updated to reflect release*
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*These steps are completed by DGIG in consultation with the Data Custodian (if required). 
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