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About the Health Information and Quality Authority 
 
The Health Information and Quality Authority is the independent Authority 
established to drive continuous improvement in Ireland’s health and social care 
services.  
 
The Authority’s mandate extends across the quality and safety of the public, private 
(within its social care function) and voluntary sectors. Reporting directly to the 
Minister for Health, the Health Information and Quality Authority has statutory 
responsibility for: 
 
Setting Standards for Health and Social Services — Developing person-centred 
standards, based on evidence and best international practice, for health and social 
care services in Ireland (except mental health services) 
 
Social Services Inspectorate — Registration and inspection of residential 
homes for children, older people and people with disabilities. Inspecting children 
detention schools and foster care services. Monitoring day and pre-school facilities1 
 
Monitoring Healthcare Quality — Monitoring standards of quality and safety in 
our health services and investigating as necessary serious concerns about the health 
and welfare of service users 
 
Health Technology Assessment — Ensuring the best outcome for the service user 
by evaluating the clinical and economic effectiveness of drugs, equipment, diagnostic 
techniques and health promotion activities 
 
Health Information — Advising on the collection and sharing of information across 
the services, evaluating information and publishing information about the delivery 
and performance of Ireland’s health and social care services 
 
 

                                        
1 Not all parts of the relevant legislation, the Health Act 2007, have yet been commenced.  
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Overview of Health Information function  
 
Health is information-intensive, generating huge volumes of data every day. It is 
estimated that up to 30% of the total health budget may be spent one way or 
another on handling information, collecting it, looking for it, storing it. It is therefore 
imperative that information is managed in the most effective way possible in order to 
ensure a high quality, safe service. 
 
Safe, reliable, healthcare depends on access to, and the use of, information that is 
accurate, valid, reliable, timely, relevant, legible and complete. For example, when 
giving a patient a drug, a nurse needs to be sure that they are administering the 
appropriate dose of the correct drug to the right patient and that the patient is not 
allergic to it. Similarly, lack of up-to-date information can lead to the unnecessary 
duplication of tests – if critical diagnostic results are missing or overlooked, tests 
have be repeated unnecessarily and, at best, appropriate treatment is delayed or at 
worst not given.   
 
In addition, health information has a key role to play in healthcare planning decisions 
– where to locate a new service, whether or not to introduce a new national 
screening programme and decisions on best value for money in health and social 
care provision.  
 
Under section (8)(1)(k) the Health Act 2007 the Authority has responsibility for 
setting standards for all aspects of health information and monitoring compliance 
with those standards. In addition, under section 8(1)(j) the Authority is charged with 
evaluating the quality of the information available on health and social care and 
making recommendations in relation to improving the quality and filling in gaps 
where information is needed but is not currently available.  
 
Information and communications technology (ICT) has a critical role to play in 
ensuring that information to drive quality and safety in health and social care settings 
is available when and where it is required. For example, it can generate alerts in the 
event that a patient is prescribed medication to which they are allergic. Further to 
this, it can support a much faster, more reliable and safer referral system between 
the patient’s general practitioner (GP) and hospitals.  
 
Although there are a number of examples of good practice, the current ICT 
infrastructure in Ireland’s health and social care sector is highly fragmented with 
major gaps and silos of information which prevents the safe, effective, transfer of 
information. This results in service users being asked to provide the same 
information on multiple occasions.  
 
Information can be lost, documentation is poor, and there is over-reliance on 
memory. Equally those responsible for planning our services experience great 
difficulty in bringing together information in order to make informed decisions. 
Variability in practice leads to variability in outcomes and cost of care. Furthermore, 
we are all being encouraged to take more responsibility for our own health and 
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wellbeing, yet it can be very difficult to find consistent, understandable and 
trustworthy information on which to base our decisions. 
 
As a result of these deficiencies, there is a clear and pressing need to develop a 
coherent and integrated approach to health information, based on standards and 
international best practice. A robust health information environment will allow all 
stakeholders – the general public, patients and service users, health professionals 
and policy makers – to make choices or decisions based on the best available 
information. This is a fundamental requirement for a high reliability healthcare 
system. 
 
Through its health information function, the Authority is addressing these issues and 
working to ensure that high quality health and social care information is available to 
support the delivery, planning and monitoring of services. One of the areas currently 
being addressed through this work programme is the need to set standards for 
national health information sources in Ireland. Such standards will identify what 
structures and processes organisations should have in place to create an 
environment conducive for a system to collect and disseminate high quality data and 
information. The Authority sought to obtain feedback on key issues in relation to 
national health information sources in Ireland. This was achieved by conducting a 
detailed survey using a semi-structured interview format of a representative sample 
of 10 key health information sources in the country. The findings of this survey are 
presented in this report. The key themes and issues identified will assist in the 
development of standards for national health information sources in Ireland.   

 
 

Acknowledgements  
The Health Information and Quality Authority would like to sincerely thank all those 
who participated in our survey to assist in the identification of themes to develop 
standards for national health information sources in Ireland. 
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Executive Summary 
 
Background 
A considerable volume of data is collected in Ireland on a regular basis about our 
health and social services. This data is used for many important purposes including 
service delivery, decision making, monitoring, research, planning and policy making. 
All stakeholders (the general public, patients and service users, health professionals 
and policy makers) need access to complete, valid and up-to-date health information 
in order to make choices or decisions for example in terms of deciding on a 
treatment or care programme. It is vital that there is confidence in all aspects of the 
quality of this information as safe healthcare depends on access to, and use of 
information that is accurate, relevant, valid, timely and complete. In addition, no 
decisions on patient care or patient safety should be made without information which 
is complete and valid, otherwise this can place patient safety at risk. 
 
National health information (HI) sources are defined as national collections of 
routine, currently collected health and social care data (including administrative 
sources, censuses, national routine surveys, and national patient registries) in the 
Republic of Ireland.  An example of a national HI source is the Hospital In-Patient 
Enquiry System (HIPE) which collects information on discharges from acute hospitals 
nationally.   
 
Typically our national HI sources have evolved over time in a largely uncoordinated 
fashion leading to significant variation in quality, fragmentation, duplication, access 
problems, and potentially increased costs. In terms of completeness, there are a 
number of major deficiencies. For example, there is very limited data available from 
the primary and community care sectors, from outpatients, or from emergency 
departments.  

 

Based on international best practice, it is possible to identify four key principles 
relating to health information based on maximising health gain for the individual and 
the population, namely: 

 Health information is used to deliver and monitor safe and high quality care for 
everyone. 

 Health information should be of the highest quality and collected as close as 
possible to the point of care. 

 Health information should be collected once and used many times. 

 The model for data collection should be ‘fit for purpose’ and cost-effective. 

 
The Health Information and Quality Authority has a statutory remit to develop 
standards, evaluate information and make recommendations about deficiencies in 
health information as is outlined in the Health Act 2007(1).  This remit is being 
addressed by the Authority through the National HI Sources Project.  
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Project outline 
The aim of this project is to develop a set of standards for national HI sources in 
Ireland. The project comprises of two major phases. The first phase of this project in 
the development of standards for national HI sources involved the compilation and 
publication of a catalogue of national health information sources in Ireland(2). The 
focus for the Authority in preparing this catalogue was also to provide for the first 
time a ‘one-stop shop’ of all national patient-level health and social care data sources 
and population health registries. 
 
The second phase of the project, which is the subject of this report, involved the 
Authority conducting a survey with a representative sample of national HI sources in 
Ireland in order to extract themes to inform the development of a set of national 
standards. In order to identify these themes a survey was conducted during the 
summer of 2010 of 10 national sources.   
Developing standards for national HI sources will in the long term provide key 
benefits to all stakeholders, especially healthcare professionals, organisations and 
service users. 
 
Stakeholders will benefit as: 
 
 The quality, security and privacy of information will be better assured. 

 Information will be delivered in ways that better support the use to which it will 
be put. 

 Relevant information will be more accessible for informed decision making. 

 The time spent accessing and recording information will be reduced. 

 The quality and quantity of health and health services research will increase. 

 There will be greater cost efficiencies. 

 Improved access to information will allow greater comparison and collaboration 
between healthcare agencies. 

 Increased reliability and accessibility of information will facilitate greater 
performance monitoring. 

 

The end users of health information will benefit from greater accessibility to relevant 
information in a timely manner, knowing that the integrity and security of the data is 
assured. Furthermore, standards will enable the quality and quantity of healthcare 
research to increase by improving the consistency, accessibility and quality of 
information by ensuring that the information accessed from national HI sources is 
more usable and useful. Ultimately, healthcare users will in the long term be the key 
beneficiaries, receiving better safer care and an improved return on their investment 
as taxpayers. The Authority’s survey explored topics under the headings of 
efficiency/effectiveness, workforce, governance and management of the system, 
person-centred care and future developments. The main findings identified are 
outlined below. 
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Summary of findings 
While data quality is a focus in all the health information sources surveyed, quality 
improvement programmes and the responsibility for data quality at a senior level are 
both limited. The fragmented nature of the national data collections means that 
linkages are proving difficult and costly to achieve. In the absence of linked 
information there is some evidence of duplication of effort at the sources surveyed 
with obvious cost implications. Despite the use of information and communications 
technology (ICT), there remains a relatively high use of paper-based records and 
forms in the national HI sources. At a high level, the absence of a national individual 
health identifier and well defined common data definitions are currently adversely 
affecting the efficiency and effectiveness of the national HI sources. For most 
sources, data is not inputted at point of care, as a retrospective data collection model 
is in place. This further increases the lag in reporting and makes the availability of 
real-time information impossible. 
 
In terms of staffing arrangements for the sources, it was found that there is a wide 
variety of staff from a range of different disciplines employed within the national 
sources in Ireland which were surveyed. An issue identified was the lack of 
standardisation of job titles or grades and a lack of well defined career pathways.  
Another finding was that when staff are not employed by the agency operating and 
managing the data collection system, the agency has no direct control over the 
workforce and this may impact on the data collection process affecting for example 
the timeliness of the return of data. Because of the current model in place in many of 
the national HI sources, with data being collected retrospectively and not at the point 
of patient care, data collection is often an additional process with separate staff 
employed for this task. 
 
The historical development of the national data collections in the absence of 
guidelines/standards has led to a variance in the management and governance of 
these systems in Ireland. Some sources were established as a result of legislation, 
some by charities while others operate on more of a voluntary or goodwill basis. All 
the national sources surveyed were seen to be governed and operated differently – 
even two national sources within the same organisation. There were also significant 
differences observed in the committees and boards that oversee the sources as well 
as in the documentation of policies and procedures. Another area of variation was in 
the involvement of clinicians in the governance structures of the national sources 
surveyed. There were also differences in the ownership of the data between sources 
with no standard approach to this issue. For some there was a lack of clarity on 
decision-making processes for the system and how data are approved or signed off 
at local level before being submitted to the national source. Many sources surveyed 
did not have documented policies outlining data responsibilities and lines of 
accountability for all users of the information source, in individual job descriptions, 
business rules, or processes.  
 
A number of HI sources have been subject to external review/audit. The majority of 
sources, however, are not subject to any routine or ongoing review process. In the 
absence of prescribed audit and quality management processes, systems monitoring 
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is carried out on an ad hoc basis nationally with considerable variation in practice. 
There are a limited number of service level agreements (SLAs) in place, therefore 
there is no clear high level responsibility for the data being recorded. As the majority 
of sources operate outside the HSE they currently do not have responsibility for local 
issues in relation to data collection.  
 
All HI sources were seen to have policies in place in relation to privacy, 
confidentiality and data security. Most provided information on the type of data 
collected in an accessible format for service users. The majority of sources provide 
public access to various summary reports and aggregated anonymised data. There 
was evidence that the security of personally-identifiable information was a very high 
priority for systems, with password protection, data encryption and role-based access 
in place for all systems. Where consent was required and obtained from participants 
of a particular data collection system, detailed information was provided to the 
individual data subjects in relation to this. 
 
All national HI sources surveyed were acutely aware of the shortcomings and 
challenges relating to their systems and many have begun to address these through 
various processes of development and reform. Many are attempting to link their 
datasets to other national collections in order to provide a richer dataset and to 
improve usability. Many are trying to make information available in a more timely 
fashion. Some sources are expanding their data collections to broaden their 
usefulness. The remaining paper-based sources are moving to electronic recording.   
 
Next Steps 
Having identified these themes, the next step for the Authority will involve 
establishing an advisory group comprised of key stakeholders. This group will work 
with the Authority following a standards-development protocol and using the themes 
identified to develop draft standards for national HI sources. A detailed international 
review of the experiences of other countries in this area will also be published as part 
of this process. The draft standards will then be published for broader consultation. 
Subsequently the Authority will make recommendations to the Minister for Health on 
the final set of national standards. 
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1 Introduction 
 
1.1 Aims and objectives 
 
The aim of this report is to identify key themes for the development of standards for 
national health information sources in Ireland. This document will be used to inform 
an advisory group to be convened by the Authority to advise it on the development 
of national standards for health information sources in Ireland. 
 
To achieve this aim, three overall objectives were identified: 
 
1. Undertake a brief review of the current situation pertaining to national HI sources 

in Ireland. 
 
2. Survey a representative sample of national HI sources in Ireland. 
 
3. Identify themes emerging from the survey to assist in the development of 

national standards and produce a report on the findings. 
 
1.2 Definition 
 
National health information (HI) sources are defined as national collections of 
routine, currently collected health and social care data (including administrative 
sources, censuses, national routine surveys, and patient registries) in the Republic of 
Ireland. An example of a national source is the Hospital In-Patient Enquiry System 
(HIPE) which collects information on discharges from acute public hospitals 
nationally.   
 
1.3 Background 
 
The Health Information and Quality Authority was established under the Health Act 
2007(1) with the primary aim to promote patient safety and quality throughout 
healthcare. Under the Act, the Authority has a statutory remit to develop standards, 
evaluate information and make recommendations about deficiencies on health 
information, as follows: 
 

8(1)(i) to evaluate available information respecting the services and the health 
and welfare of the population; 
 
8(1)(j) to provide advice and make recommendations to the Minister for 
Health and Children and the Health Service Executive (HSE) about deficiencies 
identified by the Authority in respect of the information referred to in 
paragraph (i); 
 
8(1)(k) to set standards as the Authority considers appropriate for the HSE 
and service providers respecting data and information in their possession in 
relation to services and the health and welfare of the population.  
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The statutory functions of the Authority provide the basis for the Authority to have a 
central role in coordinating and facilitating the improved collection, use and 
dissemination of health information by all stakeholders. This remit for national data 
collections is being addressed by the Authority through a project to develop 
standards for national HI sources in Ireland. The primary aim for developing 
standards for national HI sources is to ensure that the information used to monitor 
patient care, the quality of care received and the delivery of care is of high quality, 
complete, accurate and valid. These standards will help to instil confidence in 
patients, clinicians, and all other stakeholders that healthcare decisions are made 
based on high quality information, the availability of which will ultimately improve 
patient safety.  
 
The project to develop standards for national HI sources comprises of two major 
phases.   
 
The first phase involved the compilation and publication by the Authority of a 
catalogue of all national HI sources in Ireland, Catalogue of National Health 
Information Sources in Ireland (2). This provides a detailed description of all national 
sources using specific criteria for selection and identification of all health and social 
care sources which was compiled by contacting the national agencies responsible for 
these sources. It is planned to update this catalogue on a regular basis and also in 
due course to make it available as an online interactive resource.   
 
The second phase of the project, which is the subject of this report, involved 
conducting a survey with a representative sample of national sources in order to 
extract themes which will inform the development process for the standards. In 
order to identify the themes a survey was conducted by the Authority in the summer 
of 2010 of 10 national health information sources. This document contains a brief 
description of each of these health information sources and the themes identified 
during the survey.  
 
The next steps will involve the establishment of an advisory group to assist and 
provide expert advice to the Authority. Following this, the Authority will produce a set 
of draft standards which will be the subject of public consultation. Subsequently the 
Authority will make recommendations to the Minister for Health on the final set of 
national standards. 
 
Developing standards for national HI sources will in the long term provide key 
benefits to healthcare professionals, organisations and service users. 
 
Health care professionals will benefit as: 
 
 The quality of information will be better assured. 

 Information will be delivered in ways that better support the use to which it will 
be put. 

 Relevant information will be more accessible for informed decision making. 

 The time spent accessing and recording information will be reduced. 
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 The quality and quantity of health and health services research will increase. 

 
Organisations will benefit as: 
 
 more useful information will be available 

 information will be more accessible 

 there will greater cost efficiency due to productivity improvements 

 reduction of the duplication of data entry effort 

 reduction in costs of establishing and updating connections between sources 

 better risk management 

 there will be improved access to information which will allow greater comparison 
and collaboration between healthcare agencies 

 there will be increased reliability and accessibility of information which will 
facilitate greater performance monitoring. 

 
Service users will benefit from: 
 
 better information governance  

 more informed decision making in healthcare 

 higher quality and safer care 

 better value for money. 

 
1.4 Current overview of national HI sources in Ireland 
 
Typically our national health information sources have evolved over time in a largely 
uncoordinated fashion leading to significant variation in quality, fragmentation, 
duplication, access problems, and potentially increased costs. In terms of 
completeness, there are a number of major deficiencies. For example, there is only 
very limited data available from the primary and community care sectors, from 
outpatients, or from emergency departments.  
 
Based on international best practice, it is possible to identify four key principles 
relating to health information based on maximising health gain for the individual and 
the population, namely: 

 Health information is used to deliver and monitor safe and high quality care for 
everyone. 

 Health information should be of the highest quality and collected as close as 
possible to the point of care. 

 Health information should be collected once and used many times. 

 The model for data collection should be ‘fit for purpose’ and cost-effective. 
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The Department of Health and Children has produced a number of key national 
strategy documents over the last decade highlighting the importance and need for 
high quality health information to improve the safety and quality of patient care.  
These include Quality and Fairness – A Health System for You(3), Health Information: 
A National Strategy(4), and most recently Building a Culture of Patient Safety – Report 
of the Commission on Patient Safety and Quality Assurance(5). 
 
The National Health Information Strategy was produced in 2004(4) with the primary 
aim ‘to recommend the necessary actions to rectify present deficiencies in health 
information systems and to put in place the frameworks to ensure the optimal 
development and utilisation of health information.’ This strategy recommends the 
development and maintenance of a health information sources data inventory as well 
as the establishment of health information standards to ensure the quality and 
comparability of health information and to enable appropriate sharing of health 
information within the health sector. 
 
The report of the Commission on Patient Safety and Quality Assurance(5) also 
highlights the importance of information standards to facilitate information sharing 
and re-use. The report states that all decisions regarding healthcare, from individual 
patient care to national strategic planning, should be based on high quality 
information. The report recommends a standards-based approach to health 
information incorporating clinical terms, coding and classification and messaging to 
support the interoperability of information systems and the sharing of information. 
Under the Health Act 2004(6) the responsibility for delivering public healthcare in 
Ireland was assigned to a new organisation, the Health Service Executive (HSE). The 
HSE unified the 10 regional health boards and a number of other health related 
agencies which had prior responsibility for healthcare. The Information and 
Communications Technology (ICT) Directorate within the HSE is responsible for 
voice, video and data communications technologies across the organisation. The 
Directorate is currently in the process of developing its own ICT strategy.  However, 
currently it does not have responsibility for a number of the major national HI 
sources such as the Hospital In-Patient Enquiry (HIPE) or the National Cancer 
Registry Ireland (NCRI). 
 
It is anticipated that the proposed Health Information Bill(7) will reinforce the 
statutory responsibilities of the Authority outlined in the Health Act 2007(1) by giving 
the Authority the legal remit to set standards for all national HI sources in Ireland 
and monitor compliance against these new standards. Currently the Authority’s remit 
only extends to systems owned and operated by the HSE. These new statutory 
functions will enable the Authority to develop high level quality standards for all the 
diverse range of HI sources in Ireland. 
 
The Draft National Standards for Safer Better Healthcare(8) published by the 
Authority has ‘Use of information’ as one of its themes, placing emphasis on the 
importance of high quality information and the role it has to play in patient safety 
and quality of care. The Authority has also signed up to the Patient Safety First 
Initiative(9) which raises awareness of the use of health information to drive patient 
safety. 
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Historically, there has been no organisation to manage the development of national 
HI sources in Ireland.  Neither have there been any nationally agreed standards or 
guidelines developed. Therefore sources have developed in an ad hoc manner 
without reference to a common information architecture, a national strategy or 
national standards. Although there are examples of good practice, this lack of 
strategy has led to a highly fragmented health information infrastructure with major 
gaps and individual silos of information.   
 
Given the evolution of the healthcare environment in Ireland most of the sources 
surveyed had been in existence long before the creation of the HSE or the Health 
Information and Quality Authority. The purpose and scope of individual sources 
varies immensely as does the evolution of individual sources. Many were created in 
response to a request from the Department of Health to meet a specific need.  
Others were developed by interest groups and agencies. Some national sources are 
purely administrative, some clinical, some are still paper-based while others are 
working towards an electronic patient record. Clinicians and those responsible for 
planning health services experience great difficulty in bringing together information 
in order to make informed decisions. Variability in practice leads to variability in 
outcomes and increased cost of care. It can be very difficult to find consistent, 
understandable and trustworthy information on which to base clinical and service 
planning decisions. 
 
Organisations who are responsible for funding the various sources, such as the 
Department of Health and Children and the HSE, receive little or no performance 
management information on the actual systems as opposed to the collected data. In 
the absence of prescribed audit and quality management processes, systems 
monitoring is carried out on an ad hoc basis nationally with considerable variation in 
practice. There are a limited number of service level agreements in place, therefore 
there is no clear high level responsibility for the data being recorded. As the majority 
of sources operate outside the HSE they currently do not have responsibility for local 
issues in relation to data collection. For example agencies such as the Economic and 
Social Research Institute (ESRI) and the Health Research Board (HRB) manage and 
store the data which is collected by HSE and hospital staff. Organisations collecting 
information would benefit from national standards as a reduction in the duplication of 
data storage and a data cleansing effort would reduce costs and increase data 
integrity.   
 
Information and communications technology (ICT) has revolutionised the way we live 
in Ireland in the 21st century. The lack of standards for HI sources prevents clinicians 
from fully harnessing the power of ICT to provide safer and better care to healthcare 
users. Standards for national HI sources will identify what structures and processes 
organisations should have in place to create an environment conducive for a system 
to collect and disseminate high quality data and information. The standards will 
outline a framework at a high level to enable the collection, validation, analysis and 
use of good quality data to support the delivery of health and social care and to 
report on performance. The end users of health information will benefit from greater 
accessibility to relevant information in a timely manner, knowing that the integrity 
and security of the data is assured. Furthermore, standards will enable the quality 



Identification of Themes for Standards for National Health Information Sources in Ireland  
Health Information and Quality Authority 

 

15 

and quantity of healthcare research to increase by improving the consistency, 
accessibility and quality of information by ensuring that the information accessed 
from national HI sources is more usable and useful. Ultimately healthcare users will 
in the long term be the key beneficiaries, receiving better safer care and an improved 
return on their investment as taxpayers. 
 
All those responsible for the sources surveyed are acutely aware of the challenges 
facing their systems and many have begun to address these through various 
processes of development and reform. Many are attempting to link their datasets to 
other national collections to provide a richer dataset. Some are attempting to provide 
more timely information to users. Other national sources are expanding their data 
collections to broaden their usefulness. The remaining paper-based systems are 
moving to electronic recording.   
 
The inclusion criteria set out in the methodology was chosen to allow the sample to 
be as representative as possible of the broad array of national HI sources in use 
across the health system (which includes administrative data sources, registries, 
surveys and censuses).   
 
 
1.5 International perspective 
 
The Expert Group on Resource Allocation and Financing in the Heath Sector 
established by the Minister for Health and Children highlights Ireland’s ‘weakly 
developed IT infrastructure in the healthcare sector’(10) as a major block to pursuing 
international best practice on integrated healthcare and measuring the effectiveness 
of interventions. The OECD(11) states that ‘Information is essential to achieve a high 
quality, value for money, healthcare system’. There is a vast range of literature 
assessing the merits of the application of a myriad of ICT in healthcare settings. The 
importance of health information is demonstrated by the radical health improvements 
achieved by organisations across the globe who have harnessed the power of high 
quality data and information. National guidelines and standards are needed to 
replicate this kind of success on a countrywide basis. A more limited amount of 
literature relates specifically to health information sources.   
 
While some countries are significantly ahead of Ireland in harnessing the power of 
health information, many are still just defining minimum data sets and introducing 
unique patient identifiers. Countries such as Australia, Canada, New Zealand and the 
UK are in the short to medium term using incremental approaches to build on 
existing sources to create more integrated national systems or networks. To facilitate 
this they have developed extensive policies, guidelines and standards around the 
production and use of health information.  It appears to date that HI sources in most 
countries have evolved and come together through the development of these 
detailed standards and guidelines focused on specific areas rather than on more high 
level all-encompassing standards or guidelines.   
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Similar to the Authority’s catalogue publication(2), the New Zealand Health 
Information Service (NZHIS) developed a catalogue of national health information 
systems(12) in 2006. Since 2009 the New Zealand IT Health Board provides leadership 
on the implementation and use of information systems across the health and 
disability sector as well as publishing a sector-wide health comprehensive IT 
strategy(13) with the aim of harmonising the existing national data collections to 
improve their efficiency and effectiveness. The Board has produced high level 
Guiding Design Principles for the implementation of its latest IT plan(13). These 
principles broadly address the collection of health information across the healthcare 
spectrum and are based on the three themes of people, implementation and 
technology. These principles underpin an overarching IT Plan which, in line with 
many other countries, has the ultimate long-term goal of providing an integrated 
national network of HI sources and a national electronic health record.   
 
NHS Scotland has adopted a step-by-step approach set out in its eHealth Strategy(14), 
and is not investing in a large national IT infrastructure. Instead it hopes to move 
towards a national integrated health information system by improving 
interoperability, data quality and storage of current systems as well as the 
introduction of new local systems to replace paper-based processes.  
 
The majority of developed countries seem to be building on existing capabilities and 
systems, developing a network of linked local/regional health information providers. 
This report now sets out the position of a representative sample of health 
information sources in Ireland that were surveyed by the Authority. 
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2 Methodology  
 
2.1 Project background 
 
The first phase of this project to develop standards for national HI sources involved 
the publication of a catalogue of all national sources of health information in Ireland 
by the Authority in 2010(2). The aim of this publication was to document what is 
being currently collected at a national level in Ireland. The catalogue documents 
what data is being collected and how data can be accessed.  
  
National health data sources were defined for the purposes of the catalogue as 
national collections of routine, currently collected health and social care data 
(including administrative sources, censuses, national routine surveys, and patient 
registries) in the Republic of Ireland. These sources were also considered to be 
‘primary’ sources of health information. An example of a national health data source 
is the Hospital In-Patient Enquiry System (HIPE) which collects information on 
discharges from acute hospitals nationally. The catalogue also documents secondary 
sources of information. The Authority defined ‘secondary sources’ of information as 
those where summary information is brought together from a number of different 
‘primary’ sources to produce a national report or summary of health or social care 
data. In total 97 sources were included in the catalogue. All of the agencies 
responsible for these sources were contacted and requested to complete a summary 
metadata template to describe the health data they collect or collate and also to 
provide a full list of the data elements or type of information collected in the data 
source.   
 
By outlining in detail all of the national data collections in Ireland, the publication of 
this national data catalogue helps to increase the awareness and use of these rich 
data sources and to assist in identifying gaps or inconsistencies in health information. 
The catalogue is available online at www.hiqa.ie and will be regularly updated. 
Maintaining this catalogue should help to drive improvements in the quality and 
safety of health and social care services in Ireland.   
 
During the production of this catalogue a number of issues emerged. These included 
the variety of governance/management arrangements, the use of different clinical 
coding schemes, retrospective data collection models, duplication of data collection 
processes, and an absence of standardisation of data variables nationally. These 
issues were used to inform the themes to be explored in the second part of this 
project. 
 
 
2.2 Review of selected national health information sources 
 
The second phase of this project is to build on the work undertaken in producing the 
catalogue. This involved surveying a selected number of national sources using a 
semi-structured interview format in order to describe in more detail the availability of 
data, uses of data, access to data and the high level information flows of these 
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sources. The overall aim of the survey was to identify and extract specific themes 
and issues to inform the development by the Authority of an appropriate set of 
standards for national HI sources. It was not an audit or evaluation of the various 
systems but rather an ‘as is’ analysis of current practice.  
 
Specific selection criteria were used to identify 10 national sources to survey in 
detail. Sources were chosen with national coverage and representing at least one of 
the following settings:  
 
 acute hospital services 
 mental health services 
 primary, community and continuing care  
 social care. 

 
The sources selected should collect one of the following types of information: 
 
 population health 
 disease-specific 
 generic 
 administrative information.   

 
It was also required that the sources selected should represent different levels of 
infrastructure and resources.  
 
The sources are listed in Table 1 and were chosen using the selection criteria 
described. 
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Table 1.  National health information sources selected for surveying. 
 

National health 
information source 
 

Responsible agency Criteria 

Computerised 
Infectious Disease 
Reporting System 
(CIDR) 
 

Health Protection 
Surveillance Centre (HPSC) 

Population health; 
disease-specific 

Heartwatch  
 

Irish College of General 
Practitioners (ICGP) 
 

Primary care; 
disease-specific 

Hospital In-Patient 
Enquiry Scheme (HIPE) 
 

Economic and Social 
Research Institute (ESRI) 

Acute hospital 
services; 
general/administrative 

National Cancer 
Registry of Ireland 
(NCRI) 
 

National Cancer Registry of 
Ireland (NCRI) 

Acute hospital 
services; 
disease-specific 

National Children in 
Care dataset  
 

Health Service Executive 
(HSE) 

Social care; 
administrative 

National Physical and 
Sensory Disability 
Database (NPSDD) 
 

Health Research Board 
(HRB) 

Social care; 
generic/administrative 

National Psychiatric In-
Patient Reporting 
System (NPIRS) 
 

Health Research Board 
(HRB) 

Mental health 
services; 
disease-specific / 
administrative 

National Registry of 
Deliberate Self-Harm 
Ireland (NRDSH) 
 

National Suicide Research 
Foundation (NSRF) 

Acute hospital; 
disease-specific 

Pre-Hospital Emergency 
care – Patient Care 
Report (PCR) 
 

Pre-Hospital Emergency 
Care Council (PHECC) 

Pre-hospital care; 
generic 

STARSweb  
(Clinical Indemnity 
Scheme) 
 
 

State Claims Agency All settings; 
administrative 

 
The 10 selected sources were contacted in advance and all agreed to participate in 
this survey. Discussions were held in the summer of 2010 between staff from the 
Health Information Directorate of the Authority and the agencies responsible for 
these national sources. Eight face-to-face meetings were held and two of the sources 
were surveyed via teleconference. A semi-structured interview format was used 
exploring the systems under the following headings: 
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 general description of information system 
 leadership, governance and management of the system 
 workforce 
 efficiency/effectiveness  
 patient-centred approach 
 future developments. 

 
The purpose of these discussions was to understand the remit/purpose of each 
national source, how it is governed, how it operates at a high level locally and 
nationally, what type of data is collected and how, and to document a high-level 
information flow. Using this information, the plan is to explore the above themes and 
extract information to inform the development of standards for national HI sources.   
 
As the sources chosen were a representative sample of all national HI sources in 
Ireland, it was agreed in advance that the report produced would be generic in 
nature without specific details relating to the individual sources being highlighted. 
 
A short, high level description of each of the national sources that were surveyed is 
described below. More detailed information on these national HI sources, how they 
collect data, and how this data is used is contained in Appendix 2.   
 

2.3 Short description of the national HI sources surveyed 

2.3.1 Computerised Infectious Disease Report System (CIDR) 
The Computerised Infectious Disease Reporting Systems (CIDR) is a public health 
information system designed to manage the surveillance and control of infectious 
diseases and monitor resistance to antibiotic drugs. It does this by capturing clinical 
and laboratory notifications of human infectious disease in a standardised manner 
and allowing users to readily retrieve this information in near real-time. It was set up 
in 2005 and is a shared information system for the CIDR partners – the HSE, the 
Food Safety Authority of Ireland (FSAI), the Food Safety Promotion Board (FSPB), 
the Health Protection Surveillance Centre (HPSC) and the Department of Health. 

2.3.2 Heartwatch 
The aim of Heartwatch is to collect data on the prevention of cardiovascular disease 
for patients who have previously had a heart attack or undergone a procedure for 
cardiovascular disease. The programme is delivered by GPs and has coverage of 
20% of GPs (455) in Ireland. The system is currently being managed by the Irish 
College of General Practitioners (ICGP). GPs are reimbursed for their participation in 
the programme via the Primary Care Reimbursement Service (PCRS). The 
Heartwatch programme was established in 2002 by the Department of Health and 
Children, the former health boards, and the Irish Heart Foundation. 

2.3.3 Hospital In-Patient Enquiry System (HIPE) 
HIPE is a computer-based system which collects demographic, clinical and 
administrative data on discharges and deaths from all acute public hospitals 
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nationally. It was launched on a pilot basis in 1969 and since then has been 
expanded and developed into its current format as a national database of coded 
discharge summaries. Since 1990 the Economic and Social Research Institute (ESRI) 
has been responsible for the support, management and development of this national 
database on behalf of the Health Service Executive.  It is the only national source of 
morbidity data available for the acute hospital services in Ireland.  

2.3.4 National Cancer Registry Ireland (NCRI) 
The National Cancer Registry Ireland (NCRI) is responsible for identifying, collecting, 
classifying, recording, storing, and analysing cancer data from all public and private 
healthcare facilities. In addition NCRI has functions in relation to promoting the use 
of its data and providing information and advice on cancer incidence and deaths to 
the Minister for Health. It was established in 1991 by statutory instrument and began 
recording new cancer cases in 1994.  

2.3.5 National Children in Care dataset 
The Health Service Executive (HSE) is responsible for the collection and reporting of 
statistical information relating to children in care in Ireland on a national basis. Up 
until 2005 the Department of Health and Children (DoHC) had been responsible for 
this data collection process. Data is collected, via a mainly paper-based system, to 
fulfil two requirements: one is an annual census of all children in care and the other 
is to report summary data for performance reporting, on a monthly and quarterly 
basis. Data on children in care in Ireland is collected to comply with the Child Care 
Act, 1991(15). 

2.3.6 National Physical and Sensory Disability Database (NPSDD) 
The National Physical and Sensory Disability Database (NPSDD) collects data on the 
specialised health and social service needs of people with a physical or sensory 
disability. Implementation of the NPSDD on a nationwide basis began in 2002. The 
Disability Databases Team (DDT) of the Health Research Board (HRB) is responsible 
for the maintenance of the NPSDD on behalf of the Department of Health. Data is 
inputted by specially assigned staff of the Health Service Executive (HSE) and the 
data is owned by the Department of Health. Registration on the database is 
voluntary and individual consent is required.   

2.3.7 National Psychiatric In-Patient Reporting System (NPIRS) 
The National Psychiatric In-patient Reporting System (NPIRS) is a national psychiatric 
inpatient database, which provides detailed information on all admissions and 
discharges to public and private inpatient psychiatric services in Ireland. It was 
established in 1963, as a result of the recommendations contained within the report 
of the Commission of Inquiry on Mental Illness(16).     Data collected includes 
demographic data relating to each patient, along with clinical and diagnostic 
information. The system has been managed since 1971 by the Mental Health 
Research Unit (MHRU) of the Health Research Board (HRB).  

2.3.8 National Registry of Deliberate Self Harm Ireland 
The National Registry of Deliberate Self Harm Ireland (NRDSH) is a system of 
population monitoring for the occurrence of deliberate self harm. The registry collects 
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information on persons presenting to hospital emergency departments as a result of 
deliberate self-harm from all acute general and paediatric hospitals in the Republic of 
Ireland based on the inclusion/exclusion criteria. It was established, at the request of 
the Department of Health, by the National Suicide Research Foundation (NSRF).   

2.3.9 Pre-Hospital Emergency Care – Patient Care Report (PCR) 
The Patient Care Report (PCR) records pre-hospital emergency care administered to 
patients by emergency response staff including assessment observations, 
interventions and medications. It was developed and is currently supported by the 
Pre-Hospital Emergency Care Council (PHECC). The system is predominately paper 
based but an electronic patient care report (ePCR) has been developed and piloted 
with the long-term objective of a national implementation. 

2.3.10 STARSweb 
STARSweb is a national database for adverse clinical incidents and ‘near-misses’ in 
healthcare facilities. The database is managed by the State Claims Agency (SCA) and 
is part of the Clinical Indemnity Scheme (CIS). The SCA hosts and operates this 
software. Data is collected in healthcare settings when an incident or near-miss 
occurs and is inputted into STARSweb by administrative staff or HSE local health 
office staff.  
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Findings 
 

3 Efficiency and effectiveness 
 
3.1 Definitions 
 
Efficiency: this can be described as the relationship between the level of resources 
invested in the health information source and the volume of services or 
improvements in health achieved. An efficient health information source is one which 
employs limited resources in the best way. 
 
Effectiveness: this refers to making sure the right information is available at the right 
time. An effective health information source is one which does what it was designed 
to do. 
 
3.2 Background 
 
An efficient and effective health system is one which obtains the best possible 
outcomes from limited resources and ensures these resources deliver what is 
required. Given that all the data sources listed in the catalogue(2) are either fully or in 
part funded by the Irish State via its various agencies, the efficiency and 
effectiveness of these sources is imperative to gaining value for money for the 
taxpayer. The vision of the HSE Reform Programme 2007-2010 was that ‘everybody 
will have easy access to high quality care and services that they have confidence in 
and staff are proud to provide’(17). This requires greater efficiency and effectiveness 
in health information to improve healthcare outcomes and build confidence in the 
national HI sources.  
 
The much publicised Institute of Medicine report in 1999 estimated that 98,000 
people die every year from medical errors in the USA. Some of the errors are the 
result of missing or inaccurate information about drugs, orders and treatments(18). It 
is therefore imperative that health data is managed in the most efficient way possible 
in order to ensure a high quality, cost effective and safe service.  
 
For health information sources to ensure effectiveness and efficiency they must first 
ensure data quality. The Canadian Institute for Health Information (CIHI) define data 
quality in terms of satisfying the needs of users of the data(19). The data quality 
concept of ‘fit for use’(10;19;20) has been widely used in the literature over the last two 
decades. The expert group on resource allocation in Ireland identified in its report 
that some information systems in the health system were not ‘fit for purpose’(10). The 
importance and need for high quality health information in improving the safety and 
care of patients is paramount. No decisions on patient care or patient safety should 
be made without information which is complete and valid, otherwise this can place 
patient safety at risk.  
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3.3 Data Quality 
 
Data quality is fundamental to the production of good information, therefore the 
objective for all national HI sources must be to create a reinforcing cycle where 
improved data quality results in benefits to end-users and positive feedback to data 
providers(4). 
 
Data quality can be divided into various dimensions. These dimensions are defined as 
‘a set of data quality attributes that represent a single aspect or construct of data 
quality’(20). Numerous dimensions have been identified in the literature with frequent 
overlap in their interpretations. The dimensions most frequently cited in the literature 
are outlined below: 
 
 
 Accessibility – how easily data can be accessed, the awareness of data users of 

what data is being collected and knowing where it is located. 
 Accuracy – how closely the data correctly captures what it was designed to 

capture. 
 Coherence – refers to how the current data is comparable with previously 

collected data in the same system(21).   
 Comparability – the extent to which data are consistent between organisations 

and over time allowing comparisons to be made(19). 
 Completeness – the extent to which the data collected matches the data set that 

was developed to describe a specific entity(22). 
 Relevance – the extent to which the data meets the needs of users.  
 Reliability – the reliability of data refers to the extent to which data is collected 

consistently over time and by different organisations, either manually or 
electronically. 

 Timeliness – the timeliness of data refers to the extent to which data is collected 
within a reasonable time period from the activity or event and is available within a 
reasonable timeframe to be used for whatever purpose it is intended(23). 

 Usability – refers to the extent to which data can be accessed and understood(19). 
 Validity – refers to data that has been collected in accordance with any rules or 

definitions that are applicable for that data. 
 
 
Some HI sources surveyed have a dedicated data quality person or team but in 
general there are a limited number of staff working on data quality and few systems 
have defined high level leadership on data quality governance.   
 
Ensuring good quality data is not sufficient to improve quality of care or use of data. 
Systems should be in place to ensure that data is analysed in a timely manner, with 
relevant input and appropriate feedback provided to improve the processes(24). 
National and international organisations who fund HI sources are increasingly 
seeking objective evidence of continuous improvement and responsiveness to user 
needs. Quality improvement programmes have not been implemented in the majority 
of sources surveyed. While some strongly promote a culture of quality, no sources 
surveyed published key performance indicators (KPIs) as an indicator/monitor of 
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their own performance and data quality. KPIs are used to identify where 
performance is good and meeting desired standards, and where performance 
requires improvement(19).   

3.3.1 Accuracy, Completeness and Reliability of data 
Most sources have attempted to assess the accuracy and completeness of the data 
recorded. Accuracy refers to how closely the data correctly captures what it was 
designed to capture. Completeness refers to the extent to which the data collected 
matches the data set that was developed to describe a specific entity. 
 
Various attempts have been made to check accuracy and completeness at the 
sources surveyed but there is limited reporting of the results. Completeness of data 
recorded is also an issue for systems which are predominantly paper based, as aside 
from capturing the target population, it is difficult to ensure that all relevant fields 
are completed on paper forms. 
 
The Canadian Institute for Health Information(19) defined the assessment of errors 
into three overlapping components:  
 

1. Measurement error – error caused when a data element is coded or 
answered incorrectly. 

2. Bias – assesses to what degree the difference between the reported values 
and the values that should have been reported occurs in a systematic way. 

3. Consistency – assesses the amount of variation that would occur if repeated 
measurements were done.  

 
Reporting and discussion on the assessment of errors (measurement error, bias and 
consistency) is limited across all systems.  
 
Within the group of 10 health information sources surveyed there is some evidence 
of duplication of effort in the various data collection and recording processes. There 
are staff at different HI sources collecting similar information or drawing on the same 
source paper documents. A number of national sources employ registration or coding 
staff who are responsible for manually extracting information from patient records in 
hospitals around the country. Demographic data is often transcribed from patient 
administration systems or patient records rather than being electronically uploaded. 
As well as being time consuming for staff, and introducing possible errors such as 
transcription errors, this method of data entry is also economically inefficient. 
However, given the wide variety of patient administration systems in use and the 
absence of standards, it may be more cost effective than implementing a tailored 
upload programme for each system. Having to tailor upload capabilities to individual 
patient administration systems has proven to be costly for updates to some national 
systems. The existence of national standards for the export of data from patient 
administration systems would ameliorate this situation and reduce the costs. A 
further duplication of effort occurs within sources where information is recorded on 
paper-based forms by clinical staff for subsequent input to electronic systems by 
administration staff.   
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Of the sources surveyed none is entirely paperless, and all still use paper to some 
degree. As previously described some sources are still using paper-based forms 
which are completed at the point of care for later data entry by administration staff. 
The cost of electronic resources and of interoperability, along with the lack of 
consistency in patient administration systems and in the reporting of laboratory 
procedures, were cited as the main reasons for paper use and resulting manual data 
entry. As noted above, interoperability standards could alleviate this situation, while 
still allowing for different systems. 
 
Some sources surveyed are almost entirely paper-based. This presents difficulties 
and high costs associated with storage and retrieval of documents.  Furthermore the 
use of paper severely limits any analysis of data held and dramatically increases the 
risks of data loss and error.  
 
The absence of a national individual health identifier (IHI) in Ireland at present 
makes the search for duplicate records at some sources difficult resulting in 
probabilistic matching and an acceptance of a certain level of duplication and 
incorrect merging in some instances. Some national sources surveyed use automated 
duplicate search processes using auto-match software which identifies the 
probabilities of duplicates on newly entered data.  A recommendation contained in 
the Report of the Expert Group on Resource Allocation and Financing in the Health 
Sector is that priority is given to the immediate use of an individual health 
identifier(10). 
 
Internal audit measures are in place to varying degrees at all systems with each 
source surveyed having its own set of checks which it completes to ensure the 
quality of the data it receives. While extensive checks are carried out on collected 
data there are often few if any checks on the validity of inputted data with the 
original source. All national sources surveyed had a disaster recovery/business 
continuity plan in use, with some being provided by third parties. 

3.3.2 Accessibility and Usability  
The majority of sources surveyed have not adopted a strategic approach to 
reporting, that is they have not made the reporting of their data part of their 
strategy, instead it is viewed as an add-on to the actual business of collecting and 
recording the data. Good reporting is key to ensuring data is accessible and used by 
as broad an audience of stakeholders as possible.   
 
The data model employed by the surveyed sources was often not designed to 
facilitate local use of data. As a result data is not always available locally in a timely 
manner but access to regional/local reports is often provided with a time lag. Most 
lack mechanisms to provide information to users in a variety of formats, annual 
reports being the common format produced by all systems surveyed. Some sources 
have made aggregated data publicly available online with a reporting function 
allowing external users to tailor the information to their own needs. Data from all 
sources is used for in-house research as well as for publication in various peer 
reviewed journals. All have some requirements to report to national and/or 
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international organisations. This is done directly and indirectly via various 
government bodies.   
 
Some HI sources surveyed have a clearly defined process for external access to 
appropriate data. This generally involves a data request form detailing information on 
the data being sought and for what purpose. This form is usually submitted for 
review by a committee before the requested data is released. The majority have 
generic data use agreements in place which outline the terms and conditions 
attached to the data use and must be signed by any external body before data is 
released. The majority of sources had information and request forms available 
electronically via the web. The accessibility of patients/participants to their own data 
is discussed under Patient-centred Care. 

3.3.3 Coherence and Validity 
A precise definition of the data being collected helps to ensure the coherence of the 
data and ultimately data quality. Therefore, a data dictionary describes the rules for 
the data to be recorded in an information source. The following components are 
usually included: data variable name, definition of data variable, a list or range of 
valid values for data variables, field length, source of the data, format, and 
instructions for completion. Some sources surveyed do have combinations of data 
variable definitions, information manuals or standard operating procedures (SOPs) 
and some have data dictionaries in development but as evidenced in the Catalogue 
of National Health Information Sources in Ireland(2), data dictionaries have not yet 
been published by the majority of the national data collections.  

3.3.4 Reliability and Comparability 
The data quality dimension of reliability relates to the extent to which the data is 
collected consistently over time and by different organisations either manually or 
electronically. This is linked to the dimension of comparability which relates to the 
consistency of data between organisations and over time.  The comparability of 
different datasets determines how they can be used collectively. The use of 
international standards such as the International Statistical Classification of Disease 
and Related Health Problems (ICD)(25) help to ensure the comparability of data and 
their collective use.  Many of the sources surveyed conform to international disease 
classification standards although the same version is not in use in all sources 
surveyed. 

3.3.5 Timeliness 
All sources surveyed produced annual reports however these are often published 
with a lag of at least six months. The Canadian data quality framework views a six-
to-nine-month time lag as the maximum desirable with up to 12 months as 
acceptable(19).   
 
For most sources, data is not inputted at point of care, as a retrospective data 
collection model is in place. This further increases the lag in reporting and makes the 
availability of real time information impossible. Some sources are currently providing 
more timely information to users with others moving towards real time systems in 
the near future.  
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3.4 Summary 
 
 
 
 The efficiency and effectiveness of national HI sources is currently adversely 

affected by a lack of data quality enhancing tools such as data dictionaries, 
individual health identifiers, and point-of-care collection models. 

 
 Data quality is a focus at all sources but quality improvement programmes are 

limited, as is high level organisational responsibility for data quality.  
 
 The fragmented nature of national HI sources in Ireland means that linkages are 

proving difficult and costly to achieve. Greater interoperability would allow 
sources to share data more readily and reduce duplication of effort in recording 
similar information.  

 
 For most sources, data is not inputted at point of care, as a retrospective data 

collection model is in place. This further increases the lag in reporting and makes 
the availability of real time information impossible.  

 
 There is some evidence of duplication of effort at the 10 sources surveyed. 

 
 There is no strategic approach to reporting taken in most sources. 

 
 There is a relatively high use of paper-based records and forms. 
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4 Workforce 
 
4.1 Definition 
 
The workforce of a HI source consists of all the people who work on information-
related activities pertaining to that source. A skilled, motivated and well governed 
workforce is an asset and one of the overarching key factors for the success of any 
health information source. Therefore, it is vital that the workforce has the necessary 
qualifications, skills, training and support for this role to ensure that good quality 
data are produced. 
 
 
4.2 Background 
 
International evidence supports the premise that the quality of data collection, 
validation, analysis, use and reporting of health information provided by a national 
source is dependent on a workforce that has the required skills, qualifications and 
experience.   
 
There is a wide variety of disciplines and skill mix currently employed in the area of 
HI sources both in Ireland and internationally. Many countries are starting to 
examine the composition of staff involved in health information and national data 
systems and are making recommendations in relation to the workforce. 
 
In Australia, a review of all staff involved in information-related activities in 
healthcare in that country was published in 2009(26). The term ‘health informatics 
workforce’ was taken to define this entire workforce. Some major issues were 
highlighted in this report such as a shortage of skilled staff in this area which is likely 
to have an impact on the implementation of the National E-health Strategy in 
Australia. It was also highlighted that there was no career structure for staff who 
worked in health information activities in Australia and no standardisation of job titles 
or descriptions. A number of key recommendations were highlighted such as the 
need to increase the opportunities for education and training of staff and the need to 
attract professionals from other health disciplines. An important group identified in 
the health information area was that of clinical coders who are staff involved in 
reviewing healthcare records and translating medical terms into an alphanumeric 
code. In Australia, the Health Information Management Association of Australia 
Limited (HIMAA) has become the accredited authority acting as a registered training 
organisation for this group(27).  
 
In the UK the important role of clinical coders also been identified. NHS Connecting 
for Health in partnership with the Institute for Health Record and Information 
Management (IHRIM) have established a nationally recognised qualification for 
clinical coders working in the UK (entitled the National Clinical Coding Qualification – 
UK)(28). 
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The diversity of staff involved in health information is also highlighted in a US White 
Paper on an Informatics Blueprint for healthcare quality information systems 
published by Niland et al in 2006(29). This paper describes the range of people 
involved in the design stage of a HI system including system users, designers, 
implementers and decision makers all possessing a variety of specific business 
knowledge and technical skills. In this paper, the key skill mix proposed for a 
successful health information system includes such roles as institutional leaders, 
domain experts, system analyst, application programmer, health information 
manager, database architect, metadata analyst, biostatistician, privacy officer and 
database administrators. 
 
In the Health Informatics Review(30) in the UK, the varying roles of staff involved in 
using health information are outlined and a number of key recommendations for the 
workforce are presented including the need for a formal career pathway, training and 
workforce planning for staff within the informatics area. The need to attract, 
motivate and retain staff was also identified as a necessary requirement(30). The NHS 
career service in England documents the skills required for health informatics as 
including excellent numeracy, information technology, communication skills, 
information gathering and multidisciplinary team working(31). The NHS has also 
outlined the four key areas for employment in health informatics namely: clinical 
informatics, information and communication technology (ICT), information 
management and knowledge management(32). 
 
A number of recommendations have also been made in the Bristol Royal Infirmary 
Inquiry Final Report(33) regarding the workforce of health information sources. This 
report stated the requirement for competent staff trained in clinical coding and 
supported in their work. Another recommendation made was for the enhancement of 
professional qualifications of clinical coders within the health service in the UK(33). 
 
 
4.3 HI source model and staffing structure 
 
It is recognised internationally that a skilled, motivated and well governed workforce 
is required to support an information system(33). The appropriate model of the HI 
source is also essential as this informs how the workforce is employed, functions, 
develops and is fostered within each information source.  
 
For some sources surveyed, specific data collection personnel are employed to collect 
data for the system. Therefore, the data collection for the national source is seen as 
a separate process and data is not collected at the point of care.   
 
It was also evident that for many of the national HI sources there is little clinical 
involvement in the entire process. The current situation in Ireland is that 
administrative staff are employed as clinical coders in the hospitals. In the 
Scandinavian countries, clinicians are much more involved in this process. Historically 
all coding was conducted by clinicians in these countries but now while 
administrative staff are increasingly involved in the coding process, clinicians are still 
required to formally sign off on each case coded (34).   
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For some national HI sources, data collectors are directly employed by the agency 
operating the system whereas for other national sources, data collection staff are 
employed by the health service provider, with an external agency managing the 
national source. When staff are specifically employed to collect data, a number of 
potential issues can arise. For example, if staff are not present (for example due to 
various forms of leave), this can potentially affect the timeliness, completeness and 
ultimately the quality of data collected. 
 
When staff are employed by an outside agency and not the organisation operating 
and managing the national source, the organisation may have no direct control over 
the workforce and this may also in some instances give rise to issues regarding the 
data collection process, timeliness, completeness and ultimately the quality of data 
collected. Another finding highlighted was that even if dedicated staff are employed 
for data collection purposes they may on occasion in some health information 
sources be assigned other duties in the outside agency.   
 
One of the major findings from the survey has been how resource intensive the data 
collection process is for many of the sources. Also, in the main, a retrospective model 
of data collection is in operation. 
 
4.4 Qualifications and training  
 
The majority of interviewees highlighted the fact that the expert specialised 
knowledge of staff is a critical factor to the success of the HI source. 
 
It was evident that there is a variation in skill mix and qualifications in the national 
sources reviewed. Staff grades ranged from clerical officer grades for data entry and 
qualifications up to MSc and PhD degree levels for research scientists responsible for 
reporting and data analysis in the national data agencies. The skill mix for the 
various national sources included IT competencies, information systems 
management, health and laboratory informatics, statistics and epidemiology, 
business intelligence / analysis and visualisation software competencies as well 
system-specific business skills. 
 
The data registration officers within the sources surveyed ranged from various 
administrative level grades to nursing staff. The training models were also varied. A 
number of the sources surveyed currently have a well established and regularly 
updated staff training programme in place, whereas for others training was operated 
on a more ad hoc or once-off basis.   
 
While some national sources operate the software on behalf of the outside agencies 
they also provide formal training on the software. However, this training is quite 
resource intensive and hence some sources have developed a ‘train-the-trainer’ 
model which operates to deliver the training at a local level.  
A number of sources have user group meetings structured throughout the year for 
updates and/or refresher courses for their health information source. This is also 
used as an opportunity to discuss and share ideas on any issues which may have 
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arisen throughout the year. Support is also provided through the use of email and 
many sources also publish newsletters and bulletins. 
 
In summary, the qualifications and training of the workforce is a vital component to 
ensure that the workforce has the necessary skills to undertake their roles 
successfully, efficiently and competently and produce good quality information.  
 
4.5 Career pathways 
 
Because the national HI sources in Ireland developed on an ad hoc basis over time, 
there is currently no standardisation of job titles or descriptions and no widely 
adopted set of competencies, particularly for those employed in data collection 
processes for the various sources. Even within one national source there can be 
different staff grades fulfilling the same roles.  It is also acknowledged that there is a 
lack of career structure or pathway for the promotion and development of persons 
working within the data management/health informatics area within Ireland. A recent 
development in Ireland has been the commencement of an undergraduate training 
course in health informatics at the University of Limerick while masters degree 
programmes in health information have been available for some time at Trinity 
College Dublin, University of Limerick, University College Dublin, NUI Galway and IT 
Tralee.  However, as has been highlighted in other countries, there has been a delay 
with the development of formal qualifications in this field as health informatics is a 
relatively new specialty area. 
 
4.6 Staff shortages 
 
Any loss of staff can have a major impact in terms of loss of knowledge and 
expertise for the HI source, in particular national sources with roles that are highly 
specialised. Staff shortages at a national level in particular within the area of data 
analysis and data reporting were notable. While data is analysed to some extent at 
all sources, most would see further scope for analysis constrained by staff and costs. 
Some sources rely heavily on funding from charitable organisations to finance their 
research and analysis functions. This is also leading to under-utilisation of the data 
collected within the national sources and impedes the timeliness and potentially the 
quality of data collected. 
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4.7 Summary  
 
 
 There is a wide variety of staff from a range of different disciplines employed 

within the national HI sources in Ireland. 
 
 There is currently no standardisation of job titles or grades within the national 

sources and the lack of a career pathway for staff was evident. 
 
 Because of the model of data being collected retrospectively for many of the 

national sources and not at the point of care, data collection is therefore seen as 
a separate process with staff employed solely for this task resulting in duplication 
and increased costs. 

 
 When staff are not employed by the agency operating and managing the source 

they have no direct control over the workforce and this may give rise to issues 
regarding the data collection process and timeliness of the return of data.   

 
 There are a variety of different training models in place in the sources surveyed. 

 
 There is a need for a formal career pathway, training and workforce-planning 

within the national sources as well as a requirement to attract, motivate and 
retain staff. 

 
 Staff shortages at a national level in particular within the area of data analysis 

and data reporting were notable. 
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5 Governance and management 
 
5.1 Definition 
 
The governance and management of a HI source refers to the appropriate 
organisational structures which support all those who work on the national HI 
systems. This involves determining the strategic objective of the HI source, setting 
its objectives, developing policies, planning, controlling and organising how the 
source delivers its stated purpose through informed decisions and actions. It also 
includes the deployment of the necessary resources to enable delivery and 
continuous improvement of high quality, safe and reliable health and social care 
information. 
 
5.2 Background 
 
The importance of a national HI source having a well-organised and well-managed 
governance structure is well recognised internationally. Some examples of this are 
illustrated here. 
 
In Australia, the Commission on Safety and Quality in Healthcare has published 
Operating Principles and Technical Standards for Clinical Quality Registries in 
Australia (24). One of the key aspects focussed on is in relation to the organisation 
and governance of these data registries. A key principle outlined is that these 
registries must formalise their governance structures to ensure accountability, 
oversee resource application, provide focus and optimise output from these data 
sources. In addition, the registries must establish formal policies and procedures to 
manage a range of issues or contingencies arising from the analysis of data from the 
information source. 

 
In Wales, the NHS (as part of its Corporate Health Information Programme) 
published the results of findings from data quality site visits of the national databases 
in the NHS Trusts in Wales (35). The importance of a robust governance structure was 
paramount in the findings of these quality reviews.  It was recognised that the 
organisational commitment at senior trust executive level to data quality was 
fundamental. For example, in organisations where management had recognised the 
impact of poor data quality on the outputs of the trusts, those who engaged with 
senior trust executives and clinical staff on data quality issues received a much 
greater degree of cooperation than in those organisations where issues were just 
delegated to the information department. Overall in order for trusts to operate 
efficiently and effectively and resolve local data quality issues, it was seen to be 
essential that the appropriate management structures and processes were in place. 
 
The Victorian Quality Council in Australia emphasise the importance of governance 
and leadership in relation to managing information systems in its Safety and Quality 
Improvement Framework for Victorian Health Services (36).  The role of boards and 
senior managers of healthcare organisations in allocating appropriate resources to 
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the collection and analysis of timely, valid and reliable data is seen as a priority and it 
is stressed that health data needs to be linked to the strategic priorities of the safety 
and quality programme of the healthcare organisation. 
 
In the United States, a White Paper on an Informatics Blueprint for healthcare quality 
information systems was published by Niland et al in 2006(29). The importance of 
governance and leadership was seen to be one of the key components of a 
successful health information system. Institutional leaders have a fundamental role 
to play as decision makers, outlining the goals that guide the data collection and 
system functionalities of the information system and also the strategic intent of the 
system. The ultimate success of any health information system lies in its effective 
acceptance, adoption and utilisation for the organisation for which it is developed. 
Paramount to this was the organisational competencies and the appropriate 
governance structure and organisational culture that needed to be in place to ensure 
the success of the system. Having an appropriate high-level /senior institutional 
official in place to champion and drive the system in the early stages of the system 
development and also to be held accountable was one of the key components of a 
successful system. 
 
It is also essential that the appropriate model for the HI source must be employed 
and must be fit for purpose. This was highlighted in the Bristol Royal Infirmary 
Inquiry(33) into paediatric cardiac surgery in that hospital in the UK, published in 
2001. Some of the key recommendations were in relation to information systems. It 
was highlighted that the model in the NHS of having a ‘dual’ system of collecting 
data in separate administrative and multiple clinical systems was ‘wasteful and 
anachronistic’. It was recommended that a single approach to collecting data should 
be adopted, which clinicians could trust and use, and from which information about 
both clinical and administrative performance could be derived. 
 
5.3 Governance structures 
 
As all of the national sources in Ireland were set up and developed over time and 
without any national agency or organisation or indeed any standards or guidance to 
guide their development, it is not surprising that in Ireland each source currently is 
structured and operates very differently. This was also evident from the sources 
surveyed. Some were established on a statutory basis, some as charities, and others 
operate on more of a voluntary or ‘goodwill’ arrangement.   
 
As a result the management and governance structures of the national HI sources 
also vary quite considerably. In fact two national sources within one organisation 
were found to have very different governance arrangements. 
Currently some sources are embedded within the HSE, whilst others are managed by 
external agencies. From the survey, it was evident that for sources that did not fall 
within the remit of the HSE, it was more difficult for those sources to address local 
issues in relation to data collection, and also staffing issues.   
 
The organisation of steering committees/boards overseeing the national sources also 
varies significantly. Some sources have been set up with a clearly defined 
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governance structure, clearly defined committees and a robust structure in place. On 
the other hand, some sources currently operate without formal governing 
committees in place. Some national sources were originally set up with a structured 
governance arrangement in place but this has not always continued as the systems 
have evolved.  
 
An important issue regarding the management and governance structures of HI 
sources is in relation to their composition. Lack of clinical involvement in the 
governance structures of many of the sources was evident. The Australian 
Commission on Safety and Quality in Healthcare(24) recognises the need for senior 
clinicians to have a leadership role and be represented on steering or management 
committees. By involving clinicians at a senior level, confidence can be built on the 
data being recorded in national data collections. This point was also highlighted in 
the Bristol Royal Infirmary Inquiry(33). A key recommendation of that report was that 
steps should be taken both nationally and locally to build the confidence of clinicians 
in the data recorded in the patient administration systems in trusts (which is 
aggregated nationally to form the national Hospital Episode Statistics in the UK). 
Some of the steps recommended included the establishment by trusts of closer 
working arrangements between clinicians and clinical coding staff. In the Nordic 
countries, clinicians have an even more active role in the national data collections of 
those countries. Historically, inputting of clinical data at the point of care and clinical 
coding was exclusively carried out by clinicians(34). More recently there is a 
combination of coders and clinicians involved although clinicians still have the 
ultimate sign off on the inputted codes. 
 
 
5.4 Policies and procedures 
 
For HI sources to be run efficiently and effectively it is essential that policies and 
procedures are documented, as highlighted in the Report of the Commission on 
Patient Safety and Quality Assurance (5). In particular, service level agreements 
(SLAs) and business rules enable roles and responsibilities to be defined and 
allocated and help to build confidence in the systems. 
 
Some national sources examined were seen to have well documented policies 
outlining data responsibilities and lines of accountability for all users of the 
information source. However, many sources surveyed did not have such policies 
formally documented or implemented and data responsibilities were not outlined in 
individual job descriptions, business rules, policies or processes. This is of particular 
importance for sources currently managed outside the HSE. Yet many of the sources 
examined did not appear to have formal SLAs in place with either the HSE or the 
Department of Health. For some of these sources there also appeared to be a lack of 
clarity on decision-making processes and how data are signed off or verified at local 
level. For example, for sources where there is no statutory obligation to report this 
data, there is a reliance on the goodwill of staff to submit the data. For other 
sources, formal SLAs have not been developed as the sources are in the early stages 
of development.   
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A number of sources have been subject to external review/audit. The majority of 
national sources surveyed, however, are not subject to any routine or ongoing 
review process. They could however be selected at random, or based on a complaint 
or concern, be audited by the Office of the Data Protection Commissioner. The Office 
of the Data Protection Commissioner has been conducting compliance audits, 
including audits of healthcare facilities and organisations, against Data Protection 
legislation since 2003. A compliance audit typically examines an organisation’s 
procedures, policies, systems and records in order to assess whether the 
organisation is generally in compliance with the provisions of data protection 
legislation(37). These audits are then published on the website of the Office of the 
Data Protection Commissioner (www.dataprotection.ie). This would involve, for 
example, an examination of access rights to both electronic systems and manual files 
that contain personal information and a review of security arrangements. The 
Australian Commission on Safety and Quality in Healthcare makes reference to the 
fact that as part of the governance of the HI source, data access and reporting 
policies must be established(24). This was again more evident in the national sources 
managed outside the HSE.  
 
Overall, it is evident that a robust governance structure is a key component to the 
operation of a national HI source. For a well managed source it is important to have 
clear processes in place outlining who is involved in decision making and how 
decisions are communicated. Having the appropriate governance structures in place 
will ensure these processes will flow smoothly. It is clear that the appropriate system 
model must be in place and must be fit for purpose. The national HI sources were 
set up for a particular purpose at the time they were developed, however, in many 
cases the uses and required outputs of the data from the sources have changed 
during that time period. For example, NCRI was originally set up for epidemiological 
purposes but now there is more demand for information on cancer incidence to aid 
service planning and integration with the National Cancer Control Programme 
(NCCP).   
 
Some national sources have been set up with a robust governance structure in place 
and a good business process model. Others are aware that the current model in 
place is not appropriate and the governance structure is not sufficient to meet the 
needs of the particular source. Some changes are already underway with some 
national sources in the process of implementing changes to their systems.   
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5.5 Summary  
 
 
 The establishment of national HI sources in Ireland varies considerably – some as 

a result of legislation, some from within charities while others operate on more of 
a voluntary or goodwill basis. However, in many cases the uses and required 
outputs of the data from the sources have changed during that time period. 

 
 All sources surveyed were seen to be governed and operated differently – even 

two national sources within one organisation. 
 
 There is a variation in the involvement of clinicians in the governance structures 

of the HI sources. 
 
 The committees and boards that oversee the sources vary significantly. Also there 

was considerable variation between national HI sources in the documentation of 
policies and procedures. 

 
 Many sources surveyed did not have such policies formally documented or 

implemented and data responsibilities were not outlined in individual job 
descriptions, business rules, policies or processes. 

 
 For some sources there was a lack of clarity on decision-making processes and 

how data are signed off at local level. 
 
 A number of sources have been subject to external review/audit. The majority of 

national sources, however, are not subject to any routine or ongoing review 
process. 

 
 Some national sources are aware that the current governance model in place is 

not appropriate and the governance structure is not sufficient to meet the needs 
of the particular source. 
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6 Person-centred approach 
 
6.1 Definition  
 
The needs and rights of the person or patient must be considered by all health 
information sources in terms of how personally-identifiable information being held on 
them can be accessed, how records are retained, and how security and consent 
issues are addressed. This is a person-centred approach. 
 
6.2 Background 
 
It is of vital importance that people have confidence in how their personal data is 
collected, validated, stored and used. This is even more pertinent in terms of health 
information which is particularly sensitive, and hence there is significant potential for 
harm to the person if it is lost, corrupted or inappropriately disclosed. All healthcare 
organisations have a duty to protect the information with which they are entrusted. 
In addition to these legal duties there are also professional ethical responsibilities to 
ensure confidentiality. This applies to all personally-identifiable information. The Data 
Protection Commissioner is of the view that personal information belongs to the data 
subject as such the data subject’s rights and best interests must be to the fore in 
terms of protecting the information from unauthorised or inappropriate use.  
 
In Ireland there are a number of legislative requirements relating to the handling and 
management of information. This legislation deals with issues around primary and 
secondary uses of health information and consent. From a person-centred 
perspective the right of access of a person to his/her personal information is outlined 
and also the right to have inaccurate information held about a person corrected. In 
terms of data protection these issues are currently outlined in the Data 
Protection(38;39) and Freedom of Information Acts(40;41). Once the forthcoming Health 
Information Bill(7) is published, however, this will become the most important piece of 
legislation in this area as it is anticipated that it will set out a clear legislative context 
for health information governance in Ireland. The Data Protection Act, 1988(42) places 
specific legal responsibilities on all data controllers who hold personal information on 
computer. This is broadened in the Data Protection (Amendment) Act, 2003(39) to 
include manual data in structured filing systems.  All those who hold personal 
information are required to register with the Data Protection Commissioner and abide 
by a number of key principles. This legislation clearly documents the requirements of 
organisations and their legal responsibilities as ‘data controllers’. A guidance 
document explaining the Data Protection Acts for data controllers has also been 
published by the Data Protection Commissioner(43).  
 
In terms of confidentiality, healthcare practitioners owe a duty of confidentiality to 
their patients, which is not provided for legislatively but is a feature of common law. 
Confidentiality underpins the professional-patient relationship although there is no 
specific legislative provision governing this duty of confidence. The obligation of 
confidence owed by a healthcare professional is governed by the rules of 
professional ethical conduct applicable to the profession and by the common law 
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doctrine of confidentiality. The common law duty of confidentiality affords some 
protection to a person in respect of the disclosure or use by another of information 
relating to that person. An action for breach of confidence is essentially a civil 
remedy affording protection against the disclosure or use of information which is not 
publicly known and which has been entrusted to a person in circumstances imposing 
an obligation not to disclose or use that information without the authority of the 
person who has imparted it(44). The Data Protection Act 2003, which amended the 
original legislation, requires that any processing of health information should be 
undertaken by a health professional or by a person who owes the same duty of 
confidence to the data subject. This protects the rights of the data subject and 
ensures their sensitive information is handled appropriately by all HI sources. 
 
The European Union, Directive 95/46/EC(45) ‘on the protection of individuals with 
regard to the processing of personal data and on the free movement of such data’ 
has been enacted in Irish legislation through the Data Protection (Amendment) Act 
2003(39). It lays out the common starting ground for privacy in EU member states. 
This legislation enshrined new rights for data subjects (such as patients) and 
enforced more obligations on data holders (such as hospitals) which will ensure that 
within healthcare a person-centred approach is taken by data holders. 
 
From an international perspective, a number of countries have taken a person-
centred approach in relation to developing guidance or standards for their national 
HI sources. Some examples are mentioned here. 
In the Operating Principles published for clinical quality registries in Australia by the 
Australian Commission on Safety and Quality in Healthcare(24) the importance of 
principles such as data security, ethics and privacy, and consent are outlined. 
In New Zealand, the recently published National Health IT Plan(13) (2010) – which 
covers national data collections of health information – has stressed the importance 
of a person-centred approach for health information solutions in order to enhance 
and optimise the patient’s experience. In England(46) and Scotland(47) a structured 
national approach to information governance is taken for HI sources with the 
appointment of ‘Caldicott Guardians’ – a senior person in the healthcare organisation 
who is responsible for protecting the confidentiality of patient and service-user 
information and enabling appropriate information-sharing – in all healthcare 
organisations and the use of self-assessment tools and external audit to monitor 
compliance.  
 
 
6.3 Information governance  
 
The National Health Information Strategy(4) defines information governance (IG) as 
‘a strategic framework that brings coherence and transparency to information 
initiatives and which is responsive to the spectrum of issues and concerns of those 
involved. Issues such as information sharing, health surveillance, quality assurance, 
confidentiality, privacy records management, freedom of information and data 
protection are included’. 
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The Authority is currently working towards developing a suite of IG standards for the 
Irish health and social care sector. These standards will be developed based on 
international best practice, in consultation with stakeholders and in line with the 
provisions of the Health Information Bill, due to be published in 2011. Prior to 
launching these standards the Authority endeavours to raise the profile of IG and to 
encourage all health and social care organisations to set IG as a priority. To this end 
the Authority will publish a high level IG Guidance document in 2011 that will be a 
resource for all health and social care organisations. The guidance document will 
include a self-assessment toolkit that will enable individuals to identify areas for 
improvement and demonstrate how those improvements can be made. 
 
All of the sources surveyed were aware of their responsibilities in relation to 
information governance in particular confidentiality, security, data protection and 
freedom of information (FOI) regarding the operation of their information systems. 
In most cases if data is requested from the agencies users must agree and sign a 
form in relation to conditions of use of the data provided. For all the national sources 
that the Freedom of Information (FOI) Acts apply to, policies and procedures in 
relation to disclosure of information were in place.   
  
There was a variety of different management structures, processes and procedures 
in place in relation to information governance in the sources surveyed. Some sources 
have prepared specific documents relating to information governance and a number 
of these are publicly available.  
 
Many sources have also produced guidelines in relation to the management of 
healthcare records and these guidelines clearly outline the management of records 
regarding their storage and retention. Confidentiality policies were in place in all of 
the sources, however, the format of these varied. For some national sources a 
confidentiality clause was contained within terms of employment, whereas for others 
formal policy documents or standard operating procedures are available.   
 

6.3.1 Privacy and confidentiality 
It is of vital importance that data subjects know how their data will be used and for 
what purposes particularly in light of the potentially sensitive and confidential nature 
of health data. Individuals will be more comfortable with their data being used if they 
have confidence in the security and privacy issues around the use of their data. 
Where service user consent is required it is more likely to be given if service users 
have confidence and trust in the way their information will be handled. This has 
obvious benefits for the secondary use of information for research and planning 
purposes such as the functions undertaken by a number of the HI sources. 
 
Under the Data Protection Acts a subject has the right to request, and correct, all 
data recorded about them and a data controller is required to comply with such a 
request. The Data Protection Act also requires that data should only be retained for 
as long as it is required and only used for the purpose for which it is collected. In 
terms of data retention policies, the complexities of the various national sources 
need to be taken into account in terms of determining how long information is 
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required for. For some HI sources, data that is recorded is retained indefinitely and 
needs to be retained for long periods in order to conduct trend analysis.  
 
Each individual accessing health and social care has specific rights in relation to their 
privacy, and data controllers, are obliged to uphold this right. It is vital that health 
information sources/systems assess possible privacy risks in relation to the collection, 
use, storage and disclosure of personal health information at the planning stage of 
projects. By identifying any significant risks to privacy posed by a new initiative, it 
should be possible to mitigate or reduce these risks without necessarily impacting 
negatively on the success of the initiative.  
 
PIA (privacy impact assessment) is a process that facilitates the protection and 
enhancement of individuals’ privacy. It considers the future privacy consequences of 
a proposed project or initiative. PIAs are used across all sectors but are particularly 
important in the context of personal health information as this is regarded as being 
sensitive information. The primary purpose in undertaking a PIA relating to health 
information is to protect the rights of patients and service users. PIAs form a 
fundamental part of information governance in assuring that patients’ rights to 
privacy and confidentiality are appropriately protected. They place the rights and 
best interests of the patient at the heart of the decision-making process. 
 
The completion of a PIA enables all providers of health and social care services to 
review management and practices in the handling of personal health information 
with a view to achieving compliance with legislation and best practice. This increases 
awareness among professionals and creates a culture where maintaining personal 
health information privacy is a priority. The Authority produced a document entitled 
Guidance Document on Privacy Impact Assessment in Health and Social Care (48) in 
2010. The guidance outlines a step by step process for undertaking a PIA and the 
important factors to be considered at each stage of the process. 
 

6.3.2 Information security 
Health information security assurance involves ensuring the physical and electronic 
protection of personal health information is such that it is only accessible to those 
who require access and are authorised to do so. There are many tools that can be 
employed to facilitate this such as password protection, role based access controls 
and use of physical and electronic barriers such as securely locked physical storage 
locations and firewalls for electronic information.  Without effective health 
information security assurance, health information is vulnerable to unauthorised 
access, amendment, loss or theft and therefore, may be deemed unreliable and 
untrustworthy. 
 
All of the sources surveyed had well developed policies and procedures in place in 
relation to both the physical and electronic security of their systems. All of the 
sources had password protection in place and all were acutely aware of the 
sensitivities of capturing personally-identifiable information, particularly clinical 
information. For the majority of the systems transferring of data is carried out in a 
secure manner using data encryption tools. 
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For the majority of HI sources, access to personal data and role-based access for 
staff are outlined in various policies and procedures. In all national sources surveyed, 
staff are bound by confidentiality agreements. Some sources provide information 
outlining what data is collected, stored, and the purpose for its use within the 
system. For many sources, role-based access rights are also outlined in policy 
documents. Role-based access control (RBAC) means that system users are assigned 
particular roles, and through those role assignments acquire the permissions to 
perform particular system functions. This ensures that only appropriate users have 
access and editing capabilities. While some form of role-based access is used in most 
systems to limit inappropriate access and track changes made, formal analysis and 
sign-off on audit trails appears to be limited. This process is most relevant to national 
sources with a large number of users with editing rights. Systematic monitoring of 
changes should help highlight any input errors or non-compliance with data 
guidelines. 
 

6.3.3 Secondary use of information 
Secondary use of information relates to information being used for reasons other 
than direct patient care – for example for service planning, public health, 
epidemiology and research purposes. All of the data collected for national health 
information sources can be considered as secondary uses of health information. For 
personal health information to be used for these purposes, national HI sources must 
be aware of the rights of the individual in controlling how their information is being 
used, and the person’s rights in consenting or refusing to the use of their 
information. 
 
The requirement to consent to the use of personal health information can take 
different formats including written, verbal or implied consent. Written consent is a 
requirement for a number of national sources. However, some national sources have 
legislative authority to collect data as a statutory requirement and consent is not 
required. Where consent was required and obtained from participants of a particular 
data collection system, detailed information was provided to the individual data 
subjects in relation to this. 
 
The Data Protection Commissioner strongly recommends that where patient 
identifiable data is not required that the data be anonymised or pseudonymised 
where it is necessary to link episodes of care or identify duplication(49). Sources 
approach the issue of de-identifiable data in a number of ways. In some instances 
only a coded and encrypted combination of initials and date of birth are stored in the 
national registry to protect the identity of all individuals. In other national sources 
only each agency has access to its own patient level data, while only anonymous and 
aggregated data is reported nationally. 
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6.4 Summary 
 
 
 There are a variety of structures, processes and procedures in relation to 

information governance in place in the national HI sources surveyed, mainly due 
to the way these sources evolved over time.   

 
 All HI sources were seen to have policies in place in relation to privacy, 

confidentiality and data security. 
 
 Most national HI sources provided information on the type of data collected by 

their system in an accessible format for service users. 
 
 Most HI sources were seen to provide public access to reports and aggregated 

anonymised data. 
 
 The security of personally-identifiable information was a very high priority for HI 

sources with password protection, data encryption and role-based access in place 
for all. 

 
 Where consent was required and obtained, there was detailed information 

provided to the data subjects in relation to this. 
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7 Conclusion 
 
The aim of this document was to identify themes to assist in the development of 
standards for national health information sources. The requirement to develop 
standards is one of the functions of the Authority as contained in the Health Act 
2007(1) and the National Health Information Strategy(4). Developing standards for 
national HI sources will in the long term provide key benefits to all stakeholders, 
especially healthcare professionals, organisations and service users. 
 
Stakeholders will benefit as: 
 
 the quality, security and privacy of information will be better assured 

 information will be delivered in ways that better support the use to which it will 
be put 

 relevant information will be more accessible for informed decision making 

 time spent accessing and recording information will be reduced 

 quality and quantity of health and health services research will increase 

 there will be greater cost efficiencies 

 improved access to information will allow greater comparison and collaboration 
between healthcare agencies 

 increased reliability and accessibility of information will facilitate greater 
performance monitoring. 

 
The Authority recognises that the implementation of the proposed standards will take 
time. However, as new designated sources are developed to fill gaps, such as in 
primary and community care, it is expected that they will be required to adhere to 
the standards from the outset. For existing national sources, a gradual approach to 
adherence with the standards is envisaged. It is also expected that when major 
upgrades to the sources are being undertaken, the opportunity will be taken to also 
include adherence to the national standards. 
 
This document is not an evaluation of the sources surveyed. The 10 national sources 
were chosen as a representative sample of national data collections in Ireland to 
provide the best overview in order to aid in the extraction of themes from across the 
health and social care sector. This document sought to build on the work already 
completed in the Catalogue of National Health Information Sources in Ireland(2). The 
survey explored topics under the headings of governance and management of the 
system, workforce, efficiency/effectiveness person-centred care and future 
developments. The main findings identified under each theme are summarised in the 
following section.  
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7.1 Summary of key findings 
 
 
Efficiency and effectiveness  
 
 The efficiency and effectiveness of national HI sources is currently adversely 

affected by a lack of data quality enhancing tools such as data dictionaries, 
individual health identifiers, and point of care collection models. 

 
 Data quality is a focus at all sources but quality improvement programmes are 

limited, as is high level organisational responsibility for data quality.  
 
 The fragmented nature of national HI sources in Ireland means that linkages are 

proving difficult and costly to achieve. Greater interoperability would allow 
sources to share data more readily and reduce duplication of effort in recording 
similar information.  

 
 For most sources, data is not inputted at point of care, as a retrospective data 

collection model is in place. This further increases the lag in reporting and makes 
the availability of real time information impossible.  

 
 There is some evidence of duplication of effort at the ten sources surveyed. 

 
 There is no strategic approach to reporting taken in most sources. 

 
 There is a relatively high use of paper-based records and forms. 

 
Workforce 
 
 There is a wide variety of staff from a range of different disciplines employed 

within the national HI sources in Ireland. 
 
 There is currently no standardisation of job titles or grades within the national 

sources and the lack of a career pathway for staff was evident. 
 
 Because of the model of data being collected retrospectively for many of the 

national sources and not at the point of care, data collection is therefore seen as 
a separate process with staff employed solely for this task resulting in duplication 
and increased costs. 

 
 When staff are not employed by the agency operating and managing the source 

they have no direct control over the workforce and this may give rise to issues 
regarding the data collection process and timeliness of the return of data   

 
 There are a variety of different training models in place in the sources surveyed. 
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 There is a need for a formal career pathway, training and workforce-planning 

within the national sources as well as a requirement to attract, motivate and 
retain staff. 

 
 Staff shortages at a national level in particular within the area of data analysis 

and data reporting were notable. 
 
Governance and management  
 
 The establishment of national HI sources in Ireland varies considerably – some as 

a result of legislation, some from within charities while others operate on more of 
a voluntary or goodwill basis. However, in many cases the uses and required 
outputs of the data from the sources have changed during that time period. 

 
 All sources surveyed were seen to be governed and operated differently – even 

two national sources within one organisation. 
 
 There is a variation in the involvement of clinicians in the governance structures 

of the HI sources. 
 
 The committees and boards that oversee the sources vary significantly. Also there 

was considerable variation between national HI sources in the documentation of 
policies and procedures. 

 
 Many sources surveyed did not have such policies formally documented or 

implemented and data responsibilities were not outlined in individual job 
descriptions, business rules, policies or processes. 

 
 For some sources there was a lack of clarity on decision-making processes and 

how data are signed off at local level. 
 
 A number of sources have been subject to external review/audit. The majority of 

national sources, however, are not subject to any routine or ongoing review 
process. 

 
 Some national sources are aware that the current governance model in place is 

not appropriate and the governance structure is not sufficient to meet the needs 
of the particular source. 

 
Person-centred care 
 
 There are a variety of structures, processes and procedures in relation to 

information governance in place in the national sources surveyed, mainly due to 
the way these sources evolved over time.   
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 All HI sources were seen to have policies in place in relation to privacy, 

confidentiality and data security. 
 
 Most national sources provided information on the type of data collected by their 

system in an accessible format for service users. 
 
 Most sources were seen to provide public access to reports and aggregated 

anonymised data. 
 
 The security of personally-identifiable information was a very high priority for HI 

sources with password protection, data encryption and role-based access in place 
for all. 

 
 Where consent was required and obtained, there was detailed information 

provided to the data subjects in relation to this. 
 
Future developments 
 
 Many sources are attempting to link their datasets to other national collections. 

 
 Sources are attempting to provide more timely information to users. 

 
 Some national sources are expanding their data collections to broaden their 

usefulness. 
 
 The remaining paper-based sources are moving to electronic recording. 

 
 
7.2 Next steps 
 
Having completed the catalogue and identification of themes from the national 
sources surveyed, the next step for the Authority will involve preparing a detailed 
international review of the experiences of other countries in this area. The Authority 
will then proceed to establish an advisory group. This group will work with the 
Authority following a standards-development protocol and using the themes 
identified to firstly develop draft standards for national sources of health information. 
The advisory group will be made up of representatives of the various stakeholder 
groups. The draft standards will then be published for broader stakeholder 
consultation before a final set of national standards is produced for submission to the 
Minister for Health. 
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9  Glossary of terms and abbreviations 
 
Caldicott 
Guardian: 

a Caldicott guardian is a senior person in a healthcare 
organisation in the NHS who is responsible for protecting the 
confidentiality of patients and service-user information and 
enabling appropriate information-sharing. 
 

Casemix:  casemix is an internationally accepted system which allows for 
the monitoring and evaluation of health services. It is the 
comparison of activity and costs between hospitals (for 
management purposes) by classifying hospital data into a 
manageable number of discrete groups called DRGs 
(diagnosis related groups), which are clinically similar and 
consume similar resources (e.g. appendectomy, hip 
replacement). 
 

CHIP: Corporate Health Information Programme (Wales).  
 

CIDR: Computerised Infectious Disease Reporting. 
 

CIS: Clinical Indemnity Scheme. 
 

CPCP: 
 

Corporate Planning and Corporate Performance (Directorate 
of the HSE).  
 

CSO: Central Statistics Office, Ireland. 
 

Dataset: 
 

a set of data elements that are required to be collected for a 
specific purpose. 
 

Data dictionary: 
 

a descriptive list of names, definitions and attributes of data 
elements to be collected in an information system or 
database. 
 

Data element: a unit of data for which the definition, identification, 
representation and permissible values are specified by means 
of a set of attributes. 
 

Data controller: a data controller is the individual or legal person who controls 
and is responsible for the keeping and use of personal 
information on a computer or in structured manual files.  
 

DDU: Disability Database Unit. 
 

DoHC: Department of Health and Children. 
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ECDC: European Centre for Disease Prevention and Control. 
 

ED: emergency department. 
 

EHR: electronic health record. 
 

ePCR: electronic patient care report. 
 

ESRI: Economic and Social Research Institute. 
 

FSAI: Food Safety Authority of Ireland. 
 

FSPB: Food Safety Promotion Board. 
 

HCAT: HIPE Coding Audit Tool is a software tool developed and 
maintain by the ESRI used to support data quality initiatives 
for HIPE coding. 
 

HealthStat:  HealthStat is a databank of performance information from the 
Irish public health services.  
 

HIPE: HIPE is a computer-based system designed to collect 
demographic, clinical and administrative data on discharges 
and deaths from acute hospitals nationally. 
 

HPSC: Health Protection Surveillance Centre. 
 

HRB: Health Research Board, Ireland. 
 

HSE: Health Service Executive. 
 

ICD-10: ICD-10 is an international standard diagnostic classification. It 
is used to classify diseases and other health problems 
recorded on many types of health and vital records including 
death certificates. 
 

ICD-O International Classification of Diseases for Oncology. 
 

ICGP: Irish College of General Practitioners.  
 

ICT : information and communications technology. 
 

IG: information governance 
 

IHRIM: Institute for Health Record and Information Management. 
 

INDC: Independent National Data Centre. 
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JPIG: Joint Performance Information Group. 
 

KPI: key performance indicators are specific and measurable 
elements of practice that can be used to assess quality of 
care.  Indicators are quantitative measures of structures, 
process or outcomes that may be correlated with the quality 
of care delivered by the healthcare system. 
 

LHO: Local Health Office of the HSE. 
 

MAP: measure of activity and participation.  
 

MHRU: Mental Health Research Unit.  
 

NCCIS: National Children in Care Information System. 
 

NCCP: National Cancer Control Programme. 
 

NCRI: National Cancer Registry Ireland. 
 

NEHTA: National E-Health Transition Authority (Australia). 
 

NHIS: National Health Information Strategy. 
 

NHS: National Health Service (UK). 
 

NIDD: National Intellectual Disability Database. 
 

NOSP: National Office for Suicide Prevention. 
 

NPIRS: National Psychiatric In-Patient Reporting System. 
 

NPSDD: National Physical and Sensory Disability Database. 
 

NRDSH: National Registry of Deliberate Self Harm Ireland. 
 

NSRF: National Suicide Research Foundation. 
 

OECD: Organisation for Economic Cooperation and Development. 
 

PAS : patient administration system.  
PCR: patient care report records pre-hospital emergency 

assessment observations, interventions and medications 
administered to patients. 
 

PHECC: Pre-Hospital Emergency Care Council.  
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PHIS: Public Health Information System. 
 

Probabilistic 
Matching  
 

this is an approach taken to data matching where the data 
has the likelihood to be matched. A number of data elements 
are normally used through the process to complete the 
match. 
 

Population  Health 
Registry 

this is a registry or database which is used to collect and 
process health information relating to individual cases of a 
particular disease, illness, disability or other health condition.  
 

RBAC: role-based access control is where access is restricted in 
information systems or databases to authorised persons only. 
 

Semi-structured 
interviews: 

this is a technique used to collect qualitative data by setting 
up an interview that allows a respondent time and scope to 
discuss their opinions on a particular subject. 
 

SCA: State Claims Agency.  
 

SIS: Shared Information System.  
 

SLA: service level agreement.  
 

SOP: standard operating procedure. 
  

Target population: the entire group of the possible population for which 
information is required.  

WHO: World Health Organization. 
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Appendices 
 

Appendix 1  
Meetings with Stakeholders  
 
 

 

Date of meeting 
 

Organisation 

21 June 2010 
 

National Cancer Registry Ireland 

28 June 2010 Economic and Social Research Institute - Health Research 
Information Division 
 

29 June 2010 Health Protection Surveillance Centre 
 

1 July 2010 National Registry of Deliberate Self Harm Ireland 
 

6 July 2010 Health Service Executive –  Corporate Planning and Corporate 
Performance (CPCP) 
 

13 July 2010 Health Research Board - Disability Unit 
 

15 July 2010 Health Research Board - Mental Health Unit 
 

15 July 2010 Pre-Hospital Emergency Care Council 
 

29 July 2010 State Claims Agency 
 

12 August 2010 
 

Irish College of General Practitioners  
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Appendix 2  
Description of National HI Sources surveyed 
 
 
1. Computerised Infectious Disease Reporting System (CIDR) 
 
The Computerised Infectious Disease Reporting System (CIDR) is a public health 
information system designed to capture clinical and laboratory notifications of human 
infectious disease in a standardised manner and to allow users to readily retrieve this 
information in near real-time. CIDR is therefore the national database for infectious 
disease surveillance in Ireland. All the data in CIDR is collected on foot of the 1981 
Infectious Disease Regulations (and their subsequent revisions)(50) as a statutory 
requirement not requiring consent. 
 
CIDR is a shared national information system for the CIDR partners – the HSE, the 
Health Protection Surveillance Centre (HPSC), the Food Safety Authority of Ireland 
(FSAI), the Food Safety Promotion Board (FSPB), and the Department of Health. 
Overall management and governance is provided by the CIDR National Steering 
Committee, the members of which are nominated by the relevant HSE Directorates 
and the Food Safety Promotion Board, and this Committee is chaired by the Director 
of HPSC. 
 
Data are collected into a single national database including clinical notifications, 
laboratory records and epidemiological/’enhanced’ data. Implementation of the CIDR 
system began in 2005 on an incremental basis across the country and to date has 
been rolled out nationally to all but one department of public health and the majority 
of clinical laboratories. 
 
Pre-formatted reports on these data are available locally, regionally and nationally 
and ad hoc reports subject to data access rights can be created as required. A 
number of these reports also enable reporting to international bodies such as 
European Centre for Disease Control (ECDC) and the World Health Organization 
(WHO). 
 
CIDR has short-, medium- and long-term development plans. In the short term it is 
working on linking its system with TB notifications and the notification of sexually 
transmitted infections. Beyond this there are plans to include the areas of 
antimicrobial resistance and healthcare-acquired infections. In the longer term it is 
hoped to look at adding contact tracing functionality to CIDR and to extend the reach 
of CIDR to primary care to facilitate clinical notifications to local public health. 
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2. Heartwatch 
 
The Heartwatch programme was established in 2002 by the Department of Health 
and Children, the former health boards, Irish College of General Practitioners (ICGP) 
and the Irish Heart Foundation. It was one of the recommendations contained in 
Building Healthier Hearts: The Report of the Cardiovascular Health Strategy Group 
which was launched in 1999(51). The aim of Heartwatch is to collect data on 
secondary prevention of cardiovascular disease in Ireland. The programme has 
coverage of 20% of GPs (455) in Ireland. The system is currently being managed by 
the ICGP with funding for the programme provided by the HSE. GPs are reimbursed 
for their participation in the programme via the Primary Care Reimbursement Service 
(PCRS). 
 
Data collected includes risk factors for cardiovascular disease such as blood pressure, 
body mass index (BMI), waist circumference and blood cholesterol levels and 
preventative measures such as cessation of smoking and level of exercise taken. The 
data is collected when the patient attends his/her GP practice for review (normally 
quarterly). Once the patient has been reviewed by the GP/nurse in the practice, the 
data is entered into a Heartwatch module within the GP software practice 
management system. From there the data is exported to the Independent National 
Data Centre (INDC) which holds the national database for the Heartwatch 
programme. Currently 95% of the data is submitted electronically in this way. The 
remainder is submitted on paper-based forms to the INDC. 
 
Two national reports analysing data from the programme have been published to 
date, the last being in 2006. GPs have the ability to run reports on their own data. It 
has been proposed that the Heartwatch model of care/system could be extended to 
include other chronic diseases and developed for use as a national chronic disease 
programme for the future. 
 
 
3. Hospital In-Patient Enquiry Scheme (HIPE) 
 
HIPE is a computer-based system which collects demographic, clinical and 
administrative data on discharges and deaths from all acute public hospitals 
nationally. Data is also collected from two acute private hospitals but not reported on 
nationally due to the limited coverage. It was launched on a pilot basis in 1969 and 
since then has been expanded and developed into its current format as a national 
database of coded discharge summaries. Since 1990 the Economic and Social 
Research Institute (ESRI) has been responsible for the support, management and 
development of this national database on behalf of the Health Service Executive. It is 
the only national source of morbidity data available for the acute hospital services in 
Ireland.  
 
HIPE data are managed on a distributed database (W-HIPE), developed and 
supported by the ESRI. Each participating hospital runs a local version; anonymised 
data are collated to a national file in the ESRI on a monthly basis. Data collection is 
carried out by clinical coders who are employees of the hospitals. Coders extract data 
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from the discharge summary and the healthcare record (patient chart) and enter it 
into the local HIPE system. Procedures and morbidity are coded using ICD-10-AM, 
(International Statistical Classification of Diseases and Related Health Problems, 
Tenth Revision, Australian Modification)(52). Demographic information is downloaded 
to the local HIPE system from the Patient Administration System (PAS) in each 
hospital. Monthly exporting of this data takes place to the HIPE national database 
located in the ESRI. The data that is received nationally is coded and does not 
contain any personally identifiable information.  
 
The ESRI produces annual reports, and individual hospitals have the ability to run 
their own reports locally. Researchers can produce tailored reports using an online 
reporting tool available on the HIPE website.  
 
The HIPE team receive about 200 requests for data each year and also produce 
reports on an ad hoc basis to meet various requests. Monthly copies of the national 
dataset are sent to the HSE and the Department of Health.  Each HSE regional office 
receives aggregate data on discharges in their region and the activity of their 
residents treated elsewhere in the country. The Department of Health has reporting 
requirements to several international bodies including the WHO and Eurostat. Data 
are also used by the HRB, for example for drug and alcohol reporting. Data which is 
aggregated on an annual basis by Diagnostic Reporting Group (DRG) and by hospital 
is provided to all the hospitals in the Casemix programme (‘shared information 
system’). This is used for reimbursement purposes and also allows hospitals to 
benchmark themselves against other hospitals and their own past performance. 
 
HIPE are developing a web-based system, called HIPE portal, which will afford 
coders greater mobility, allow access to more users at local level and provide the 
technical functionality to support clinical audit.   
 
 
4. National Cancer Registry Ireland (NCRI) 
 
The National Cancer Registry Ireland (NCRI) was established in 1991 by statutory 
instrument and began recording new cancers cases in 1994.   
 
The main statutory functions of the NCRI comprise of identifying, collecting, 
classifying, recording, storing, and analysing cancer data from all public and private 
healthcare facilities. In addition NCRI has functions in relation to promoting the use 
of its data and providing information and advice on cancer incidence and deaths to 
the Minister for Health. Funding for the NCRI is received from the Department of 
Health and the research function is supported by the Health Research Board (HRB) 
and Irish Cancer Society.   
 
The NCRI operates two methods for case identification; actively by staff employed by 
the NCRI going to hospitals and other health institutions to review healthcare records 
of new cancer cases; passively by being informed of new cancer cases by staff from 
healthcare organisations and reviewing death certificates.   
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Information is actively gathered by tumour registration officers, who are registered 
general nurses based in hospitals throughout the country. Each is responsible for 
gathering data from a hospital or group of hospitals, and from other sources within a 
designated geographical area. Within their catchment areas, tumour registration 
officers identify a new tumour from three main sources, namely pathology reports 
(89%), HIPE (3%) and some other minor sources (8%) (e.g. St Luke’s Hospital, 
oncology wards, hospices, GPs or death certificates). For initial case finding the 
tumour registration officers enter this data onto laptop computers and send it 
electronically to the NCRI headquarters in Cork.  This data is then shared with all 
tumour registration officers. The case is now “open” for data collection purposes and 
may be updated with any further relevant information. Data is coded using ICD-10(25) 
and ICD-O (WHO International Classification of Diseases for Oncology). 
 
The completion phase begins within a year after first registration of a tumour when 
the healthcare record will be retrieved by the tumour registration officer and further 
data will be collected on demographics, staging and treatments. Tumour registration 
officers may also add data from other hospitals if a patient has been treated in more 
than one hospital.  
 
An annual report is published each year. The Registry information is used for 
research as well as planning and management of cancer services. Other uses of the 
data include trend analysis produced in statistical reports, research publications and 
web-based reporting/custom reports. The Registry has to comply with various 
internationally agreed standards for reporting of cancer incidence and mortality. The 
NCRI is hoping to move to a live data collection system in the next two to three 
years whereby information collected by registration officers will be updated via a 
web-based system. 
 
 
5. National Children in Care dataset 
 
The Health Service Executive (HSE) is responsible for the collection and reporting of 
statistical information relating to children in care in Ireland on a national basis.  Up 
until 2005 the Department of Health and Children (DoHC) had been responsible for 
this data collection process. Data is collected to fulfil two requirements, one is an 
annual census of all children in care and the other is to report summary data for 
performance reporting, on a monthly and quarterly basis. Data on children in care in 
Ireland is collected to comply with the Child Care Act, 1991. 
 
A metadata template has been designed to standardise the data returned across the 
service to the Business Intelligence Unit (BIU) in the HSE for the monthly and 
quarterly performance reporting requirements. This template has been agreed by the 
HSE/Department of Health Joint Performance Information Group (JPIG). 
 
At local level, data on children in care is currently collected in a number of ways 
across the country. In some centres, social work information systems are in place 
whereas for others paper-based records are kept. The relevant data is extracted by 
either social workers and/or administrative staff in the health centres.  Summary 
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data on children in care is recorded on a Microsoft Excel spreadsheet and sent from 
the social workers in the health centres to the principal social worker. The data 
collected is then signed off locally by the principal social worker/child care manager 
and forwarded via the local health office to the HSE Regional Director of Operations. 
The data for that HSE region is then forwarded to the Business Intelligence Unit of 
the HSE. Data is also sent to the Assistant National Director for Children and Families 
in the HSE and to the Department of Health and Children. 
 
Data is also collected from the voluntary sector. The voluntary sector submits data 
directly to the Local Health Office (LHO) and the data then follows the path for the 
data collected within the HSE as above. 
 
Data that is collected on a monthly and quarterly basis is reported in the HSE 
Performance Reports, Supplementary Reports and in HealthStat. The purpose of the 
Performance Reports is to monitor progress across the HSE objectives as outlined in 
the National Service Plan for the year whereas the Supplementary Report provides 
more detailed data on performance indicators, financial indicators and new service 
developments.   
 
A National Childcare Information System (NCCIS) is currently being developed   
by the HSE which will standardise the data collection process and facilitate electronic 
reporting from the local health offices. 
 
 
6. National Physical and Sensory Disability Database (NPSDD) 
 
The National Physical and Sensory Disability Database (NPSDD) collects data on the 
specialised health and social service needs of people with physical or sensory 
disability. Implementation of the NPSDD on a nationwide basis began in 2002.   
 
The Disability Databases Team (DDT) of the Health Research Board (HRB) is 
responsible for the maintenance of the NPSDD on behalf of the Department of 
Health. Data is inputted by specially assigned staff of the Health Service Executive 
(HSE) and the data is owned by the Department of Health.   
 
Registration on the database is voluntary and individual consent is required from 
participants or their legal guardians. This database facilitates the collection and 
reporting of data on people with a physical, sensory or speech and language 
disability in the Republic of Ireland, who wish to register on the Database. The 
Database currently has in excess of 27,000 registrations and has been implemented 
in all HSE areas.  
 
The database is governed by a national committee chaired by the Department of 
Health and comprises of members from the Department of Health, HSE, HRB and 
relevant non-statutory bodies.   
 
The HSE areas administer the NPSDD data collection process. Participants voluntarily 
participate providing written consent.  Data is collected by either a key worker (the 
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healthcare professional who primarily deals with the participant) or in their absence a 
data collector in the HSE or non statutory service (such as MS Ireland and Enable 
Ireland) on the Physical and Sensory Disability Database Form. The key worker 
interviews the participant and records his/her responses on the Physical and Sensory 
Disability Database Form. This form is then inputted locally by dedicated HSE staff to 
the web-based system.   
 
Data (excluding personal details) are extracted on an annual basis from the NPSDD 
excluding personal information and an annual report is published. Bulletins on local 
aggregate information go to local health offices and HSE regions annually. The HRB 
also publish Measure of Activity and Participation (MAP) bulletins on different themes 
relating to disability.  Data is also sent to the Department of Health annually. The 
NPSDD is to provide direct access to its database for non-statutory bodies, allowing 
them to input and view their own data. The database team are also examining a 
possible amalgamation with the National Intellectual Disability Database (NIDD). 
 
 
7. National Psychiatric In-Patient Reporting System (NPIRS) 
 
The National Psychiatric In-patient Reporting System (NPIRS) was established in 
1963, as a result of the recommendations contained within the report of the 
Commission of Inquiry on Mental Illness(16). NPIRS is a national psychiatric inpatient 
database, which provides detailed information on all admissions and discharges to 
inpatient psychiatric services in Ireland. There are between 20,000 and 21,000 
admissions per year, with slightly fewer discharges. Data collected include 
demographic data relating to each patient, along with clinical and diagnostic 
information in accordance with the WHO International Statistical Classification of 
Diseases and Related Health Problems - 10th Revision (ICD-10). The system has 
been managed since 1971 by the Mental Health Research Unit (MHRU) of the Health 
Research Board (HRB) and is funded by the Department of Health. There is currently 
no legal mandate to collect information on mental health admissions and discharges. 
 
Anonymised data are collected by administration staff employed by the public and 
private hospitals, in psychiatric inpatient facilities. The data is returned quarterly to 
the MHRU either electronically or manually, and currently 97% of the data are 
submitted electronically. The personnel in the MHRU then code and process the data. 
A number of hospitals around the country also use the HRB Patient Administration 
System to facilitate the collection of data for NPIRS. This is a Microsoft Access 
system designed by the HRB to enable the collection of electronic returns on 
inpatient admissions and discharges from mental hospitals and acute psychiatric 
units who do not yet have their own electronic systems. Clinical data is coded using 
the WHO ICD-10 system(25). 
 
NPIRS publishes an annual report as well as Regional HSE Bulletins, which provide 
summary data. The NPIRS database structure is also used as the basis for carrying 
out decennial (every 10 years) censuses of the inpatient population, the most recent 
of which was carried out in 2010. The results of this census are available in a 
forthcoming report Irish Psychiatric Units and Hospitals Census 2010. Previous 
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reports are also published on the HRB website(53). The NPIRS database is also used 
as the basis for epidemiological research on mental illness.  
 
 
8. National Registry of Deliberate Self Harm Ireland 
 
The National Registry of Deliberate Self Harm Ireland (NRDSH) is a system of 
population monitoring for the occurrence of deliberate self harm. The registry collects 
information on persons presenting to hospital emergency departments as a result of 
deliberate self-harm from all acute general and paediatric hospitals in the Republic of 
Ireland based on the inclusion/exclusion criteria. It was established, at the request of 
the Department of Health, by the National Suicide Research Foundation (NSRF).  
Funding is received from the HSE via the National Office for Suicide Prevention 
(NOSP).   
 
The NSRF is a registered charity and the Board of the NSRF is also responsible for 
the Registry. There is both an executive committee and a steering group and the 
latter deals with all the management and operational issues of the Foundation 
including the Registry.   
 
Data is collected across the country by locally based data registration officers (clerical 
officers), the vast majority of whom are funded by the Registry. The data collection 
process involves the registration officers reviewing the local patient administration 
system (PAS) and/or healthcare records to identify potential cases based on 
inclusion/exclusion criteria. Some officers are responsible for data collection in three 
to four hospitals. Data collection involves case data being entered onto laptops 
locally in the hospitals and uploaded to the central office in Cork via a dial-up facility. 
Cases are recorded on an episode basis, therefore any repeat admissions at a later 
date are recorded as a separate episode. Uploads are received on a weekly/monthly 
basis depending on the volume of cases recorded.   
 
An annual report is published each year. In addition, the data from the Registry is 
provided to the HSE HealthStat programme for quarterly reporting and the National 
Office for Suicide Prevention for annual reporting. The NRDSH is looking at linking its 
dataset to the CSO mortality set to provide a richer combined dataset on people who 
self-harm in Ireland 
 
 
9. Pre-Hospital Emergency Care – Patient Care Report (PCR)  
 
The Pre-Hospital Emergency Care Council (PHECC) is an independent statutory body 
with responsibility for standards, education and training in the field of pre-hospital 
emergency care in Ireland. PHECC was established by the Minister for Health by 
Statutory Instrument(54;55). 
 
Recording pre-hospital emergency care, assessment observations, interventions and 
medications administered to patients is an essential clinical responsibility for all pre-
hospital emergency care practitioners and this information is recorded on a national 
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patient care report (PCR) developed by PHECC. The objective of the patient care 
report is to facilitate a national framework to record accurate, robust and timely pre-
hospital emergency care patient data which will provide a vital link in the continuum 
of patient care in the hospital/destination facility. 
 
Prior to the development and implementation of the national patient care report 
(PCR) there were eight different reports in Ireland for collection of pre-hospital 
emergency care data.  
 
The current system involves the use of either a paper-based system or an electronic 
patient care report (ePCR) system. The nationally agreed PCR has been used as a 
data collection tool since July 2005 and has been rolled out in most HSE regions 
(except the former SEHB region where the same dataset is captured on a slightly 
different form). 
 
The PCR is completed by specialist trained ambulance practitioners as near as 
possible to the point of care. For the paper-based system, the top copy of the PCR is 
handed over to the destination hospital and stored with the patient healthcare 
record. The bottom copy is returned to the ambulance station initially and from there 
to the regional ambulance headquarters for permanent archiving.  Some regions 
have begun electronic scanning of the paper based PCR for ease of storage and 
retrieval. 
 
An electronic patient care report (ePCR) has been developed and piloted in the HSE 
North East Region and Belmullet ambulance station (Co Mayo). Once the control 
centre assigns a call to an ambulance the basic call data appears on a tablet PC 
screen in the back of the ambulance. Patient care data is entered by the practitioner 
and it can be transmitted to the emergency department (ED). 
 
The ePCR data can be transmitted en route to the e-triage screen in the emergency 
department of the hospital or on arrival at the hospital the data is printed and 
handed over to ED staff. The system has the ability to run reports locally and 
anonymised aggregated data can be viewed and reported on by PHECC. There is 
currently no national reporting possible on the paper-based PCR due to its format. 
The electronic patient care report has been successfully piloted, with hopes for a 
nationwide expansion in the near future. 
 
 
10. STARSweb 
 
In 2002 the management of clinical negligence claims and associated risks was 
transferred to the Clinical Indemnity Scheme (CIS), in order to rationalise pre-
existing medical indemnity arrangements. The Scheme is managed by the State 
Claims Agency (SCA) in which the State assumes full responsibility for the 
indemnification and management of all clinical negligence claims. The SCA has two 
core functions: claims management and risk management.   
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The CIS has established and maintains a national database to assist in fulfilling these 
functions of adverse clinical incidents and ‘near-misses’ called STARSweb. The SCA 
hosts and operates this software on behalf of all clinical enterprises. Funding for the 
system is received from the HSE. A key feature of the CIS is electronic incident 
reporting to a national database. Data is collected in the hospital settings when an 
incident or near-miss occurs. The CIS does not cover private hospitals with the 
exception of obstetric practices in Mount Carmel Hospital, Dublin. In the main a 
paper-based incident form is completed. The form is submitted to the risk 
management office in the hospital and input into STARSweb by administrative 
staff/risk management staff. For all other healthcare enterprises a paper-based form 
is completed. The paper-based incident form is submitted to the Local Health Office 
and inputted into STARSweb. The data is then reviewed by the SCA. The data is only 
updated if a claim is lodged.  
 
Each participating enterprise has the ability to run reports on their own data and 
thereby benchmark themselves against anonymised national data. Quarterly 
newsletters and annual statistical data are produced and are available on the CIS 
website. Data is also used for risk management purposes within the health service.   
 
STARSweb is making changes to its software to comply with the Radiological 
Protection Legislation and further expansion of claims handling outside the 
healthcare arena is under review. 
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