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Introduction

There are potential public health benefits to data sharing or linking. As noted by Robinson and Dolk (2016), public confidence in this process is critical. The 2015 Northern Ireland Life and Times (NILT) survey
(Economic and Social Research Council, 2016) demonstrated that 72% of the public trusted academic researchers in university to keep data secure. 87% believed that academic researchers should have access to
data already linked by a 3" party. However, 31% agreed that this required specific consent. The Honest Broker Service (HBS) fulfils the role of the ‘3" party’.

The Honest Broker Service, offered by the Health and Social Care Business Services Organisation, facilitates access to anonymised (and at times pseudonymised) health and social care data. It aims to:

* Provide good information governance

* Provide data in line with the Information Commissioner’s Office Codes of Practice, data protection and confidentiality requirements

- Enable sharing of non-identifiable data to enable planning and commissioning of services and public health monitoring

* |Import datasets to the data warehouse where they are pseudonymised, anonymised and linked to other datasets, If requested

« Join data from different Health Care Trusts to gain a fuller understanding of the population served

- Deliver high gquality, cutting-edge research potential by enabling the linking of electronic datasets to enhance health informatics research

- Facilitate and support the safe use of non-identifiable patient data for medical research through the provision of a research safe haven (Morgan, 2016)

Process for HBS Application Challenges

« Application made to University Research Ethics Committee. Any )
recommendations for change made at this point

« Submission of an online application via the IRAS system

« Consideration of application by the Office for Research Ethics Committees
(ORECNI) = _ _
o Xperience using
Approval by ORECNI / various software
packages is
needed eqQ:
Microsoft Excel
(2016) and SPSS v
22 (IBM, 2013)

Submission of
application to
ethics committees
or consideratio

The application addresses the following: \

Relevant experience of the research team

Details of funding

Sign off by academic institution research ethics approval
Project summary

Research questions

Submission of
application to
Honest Broker
Service (HBS)

* Relevance of project to Health and Social Care Cost implications,
- Scientific justification Cha”enges of (Sinclair, 2015)
« Summary of design and methodology :
« Explanation of how findings will be publicised and disseminated usmg the
- List of data access requested Honest I_3roker
Service

followin
Once submitted and approved by HBS staff, application sent to HBS Olo g
Governance. Any issues of concern or clarification are raised and addressed. SUCCESSfU'
Any amendments are made. Approval leads to reading (and signing, where ' '
appropriate): appllcatlon

A Research Access Agreement
Honest Broker Service Disclosure Control Protocol & Policy Agreement
HSC & BSO Security Policies

DHSSPS Code of Practice on Protecting the Confidentiality of Service User
Information 2009 (Updated 2012)

~

« Application is approved by the HBS Governance Board
« Safe Researcher Training Course undertaken

« Data collection and analysis takes place within the Safe Haven in Health and
Approval of Social Care premises

Application /

Fig 1 Process for Application to HBS Fig 2 Challenges of using HBS

Lessons learned from experiences using the Honest Broker Service

« The application process can take a considerable length of time (Fig 1). Do not underestimate this

 Anyone working on the raw data must be named on the application. This can be amended as necessary as new personnel become involved (Fig 1)

 Be very specific about variables requested — what the requestor means will not necessarily be what is understood by those managing the data, especially if the requestor is from a clinical background and
does not have extensive statistical or computer software knowledge (Fig 1)

 Use of the Honest Broker Service is charged at a daily rate. It can be difficult to estimate how many days work are involved at the outset (Fig 2)

« The data are not necessarily presented in a format suitable for analysis. Changing the data to a format suitable for analysis can be time consuming and may involve further training, expertise of others and
possibly a cost implication (Fig 2)

« Raw data cannot be taken out of the Safe Haven. All analysis must be undertaken on site, necessitating travel and parking. It can be difficult to access assistance for specific issues which may arise while
working in the Safe Haven. No internet access is permitted, to preserve anonymity and confidentiality and ensure no data can be removed without prior approval (Fig 2)

References

Economic and Social Research Council. (2016) Northern Ireland Life and Times Survey 2015. Available at: http://www.ark.ac.uk/nilt/2015/index.html. Accessed: 20/03/17.

IBM Corp. (2013) IBM SPSS Statistics for Windows (Version 22.0). Armonk, NY: IBM Corp.

Microsoft Excel. (2016) Computer Software (Version 16.0). Washington: Microsoft.

Morgan, S. (2016) HSCNI Honest Broker Service. [PowerPoint Presentation]. HSCNI Honest Broker Service. Belfast: Business Services Organisation.

Robinson, G and Dolk, H. (2016) Public Attitudes to Data Sharing in Northern Ireland. Available at: http://www.ark.ac.uk/publications/updates/update108.pdf. Accessed 09/03/17.
Sinclair, M. (2015) Accessing data from safe havens and warehouses: pinnacles and pitfalls. Evidence Based Midwifery. Vol13 (4): p1.

ulster.ac.uk/nursing


http://www.ark.ac.uk/nilt/2015/index.html
http://www.ark.ac.uk/publications/updates/update108.pdf

