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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 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.
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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(1) 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 well-being, yet it
can be very difficult to find consistent, understandable and trustworthy information on
which to base our decisions.
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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 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 reliable healthcare system.
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 development of Draft Standards for National Health Information Resources in
Ireland, the subject of this document. As part of this programme of work, the Authority
has already published a national catalogue and a survey of national health information
sources to identify themes for the development of standards and an international
review.
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1 Introduction
There are ever increasing opportunities in health and social care to improve
information management due to advances in information and communication
technology. These advancements give rise to increased expectations from both
service users and healthcare professionals. People expect their health information
to be recorded, processed and used appropriately for their benefit. Healthcare
professionals require access to complete, validated and up-to-date health information
in order to make informed choices and decisions, for example, deciding on a
treatment or care programme. In order to meet these demands, a number of countries
and international organisations have focused on the development of national health
information resources.
Typically, our national health information resources have evolved over time in a
largely uncoordinated fashion leading to significant variation in quality, fragmentation,
duplication, access problems, and potentially increased costs. In addition, in the
absence of a system to uniquely identify service users accessing health and social
care services it has been very difficult to get the best use of the data from our
National Health Information Resources. In terms of completeness, there are a number
of major deficiencies. For example, there is 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 is of the highest quality and collected as close as possible to
the point of care.

>>

Health information is collected once and used many times, where appropriate.

>>

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

The Health Information and Quality Authority has the national statutory remit to set
standards it considers appropriate for the Health Service Executive (HSE) and other
service providers in relation to data and information within their services and the
health and welfare of the population. These Draft Standards for National Health
Information Resources have been developed by the Authority in accordance with this
remit.

1.1 Aim of this document
The aim of this document is to present the Draft Standards for National Health
Information Resources for public consultation. This document also outlines the
legislative framework, the purpose of the Standards and background to the project.
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1.2 Definition of a national health information resource
A national health information resource is defined as a national collection of routinely
collected health and social care data (including administrative data sources, censuses,
national routine surveys and patient registries) in the Republic of Ireland.
Examples of some national health information resources in Ireland are provided in Table 1.

Table 1. Examples of national health information resources in Ireland.
National Health

Description

Information Resources
National Cancer
Registry of Ireland

Maintains a national registry of cancer incidence and cancer
deaths in Ireland.

CervicalCheck

A population register containing demographic and clinical data
of eligible women for the purposes of screening.

Cystic Fibrosis
Registry of Ireland

Contains electronic medical records for patients with cystic
fibrosis in Ireland.

National Perinatal
Reporting System

Collects data on all live births and stillbirths occurring in
Ireland.

CSO Vital Statistics Deaths registration

Records data on all deaths in Ireland.

Primary Care
Reimbursement
Service

Collects claim data for almost all payments for publicly
funded healthcare services provided in the community by
general practitioners, community pharmacies, dentists and
optometrists/ophthalmologists in Ireland.

1.3 Legislative framework
Under the Health Act 2007(1), the Authority has a statutory remit to develop standards,
evaluate information and make recommendations about deficiencies in health
information, as follows:
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>>

Section 8(1)(i) to evaluate available information respecting the services and the
health and welfare of the population

>>

Section 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)

Draft Standards for National Health Information Resources
Health Information and Quality Authority

>>

Section 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.

It is intended that the forthcoming Health Information Bill(2) will be concerned with
personal health and social care information in all its forms. The Bill will establish an
effective information governance structure for the health system as a whole, facilitate
the greater use of information technologies for better delivery of patient services, and
establish a legislative framework to allow health and social care information to be used
as effectively as possible.

1.4 Purpose of the standards
The primary purpose for developing standards for national health information
resources 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 and is complete, accurate
and valid. Compliance with 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.
It is the aim of these Standards to address and standardise variations in health
information in order to ensure that the data held by all national health information
resources can be put to even greater use to drive improvements in the quality and
safety of health and social care. This can be achieved through, for example:

>>

improving efficiency

>>

increasing usability and usefulness of data

>>

improving access to data

>>

supporting the drive for higher quality data

>>

reducing duplication

>>

improving data linkages (where relevant).

The mandating of standards and monitoring compliance with them helps to drive
improvements in health and social care information. Standards also assist in setting
public, provider and professional expectations and allow everyone involved in national
health information resources to play a part in securing continuous improvement. By
incorporating national and international evidence, standards also promote practice
that is up-to-date, effective, and consistent. Importantly, these Draft Standards for
National Health Information Resources provide a basis for planning and measuring
improvements as well as identifying and addressing gaps and quality issues.
Therefore, the Standards will drive continuous improvement by providing targets to
work towards.
Developing standards for national health information resources will, in the long-term,
provide key benefits to all those involved in health and social care in Ireland, especially
health and social care service users, health and social care professionals, organisations
and policy makers.
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Health and social care users will benefit from:

>>

improved information governance

>>

more informed decision making

>>

higher quality and safer care for everyone

>>

better use of public monies benefiting all users of health and social care
services.

Health and social care professionals will benefit as:

>>

the quality of information will be better assured

>>

information will be delivered in ways that better support its intended use

>>

relevant information will be more accessible for informed decision making

>>

the time spent accessing and recording information will be reduced

>>

the quality of health and social care services research will improve.

Health and social care organisations will benefit as:

>>

more valuable, accurate information will be available

>>

information will be more easily accessible

>>

the duplication of data entry effort will be significantly reduced

>>

risk management will be improved

>>

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

>>

there will be an increase in the reliability and accessibility of information which
will facilitate greater performance monitoring

>>

improved information will be available for service planning and service delivery.

1.5 Background to national health information resources in
Ireland
Historically, there has been no organisation in place to manage the development
of national health information resources in Ireland. Neither have there been any
nationally agreed standards or guidelines developed. Therefore, national health
information resources have developed in an ad hoc manner without reference to a
common information architecture, a national strategy or national standards. Although
there have been examples of good practice, this lack of strategy has led to quite
fragmented health information infrastructure with major gaps and individual silos of
information. In addition, the lack of unique identification across the health and social
care system for individuals(3), healthcare practitioners and organisations(4) exacerbates
the national health information resources fragmentation issues further.
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Given the evolution of the health and social care environment in Ireland, most of the
national health information resources have been in existence long before the creation
of the HSE or the Authority. The purpose and scope of individual resources varies
immensely, as does the evolution of the individual resources. Many were created in
response to a request from the Department of Health to meet a specific need, while
others were developed by interest groups and agencies. Some national resources
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.
The Department of Health 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(5), Health Information: A National Strategy(6),
and most recently, Building a Culture of Patient Safety – Report of the Commission on
Patient Safety and Quality Assurance(7).
The Health Information: A National Strategy was produced in 2004(6) 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 resources 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 Authority has developed National Standards for Safer Better Healthcare which
aim to provide a roadmap for improving the quality, safety and reliability of healthcare
in Ireland(8). These contain three detailed standards in the area of health information
which centre on the use of information, the management of health information
and information governance. These standards clearly outline the responsibilities for
healthcare providers to appropriately collect, manage and use health information. The
Standards for National Health Information Resources will complement the National
Standards for Safer Better Healthcare(8) and build on the health information standards
they have introduced for healthcare providers by ensuring the next steps in the health
information journey are appropriately governed, managed and reported on.
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2. Scope of the Draft
Standards
The Draft National Standards for Health Information Resources presented in this
document apply to all national health information resources as defined above (Section
1.2). The standards will inform and put on a mandatory footing on how national health
information resources will be governed and managed in the future. They are broad
in nature to embrace the wide variety of health information resources in Ireland. It
is essential that all staff members within each national health information resource
understand and adhere to the standards in order to ensure compliance at every level.
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3. Development of Draft
Standards for National Health
Information Resources
Draft standards have been developed based on the Authority’s standards development
protocol. The design principles that underpin the standards are:

>>

based on evidence, where available

>>

data user and outcome focused

>>

focused on those aspects of ensuring quality data and information that are most
amenable to improvement through standards

>>

providing impetus for improvement

>>

developed with multi-sector and multi-disciplinary input including information
users

>>

enabled to demonstrate compliance

>>

user-friendly and written in clear language

>>

subject to public consultation

>>

subject to the Board of the Authority’s approval

>>

subject to Ministerial approval.

In developing these Draft Standards for National Health Information Resources, the
Authority followed a project plan which involved the following steps:

>>

cataloguing health and social care information resources in Ireland

>>

surveying a sample of national health information resources to identify themes
for the standards

>>

conducting an international review of approaches adopted in other countries

>>

convening an advisory group.

A Catalogue of National Health Information Sources in Ireland* was compiled by
collecting a summary description of each resource which was validated by the
resources themselves(9). National health information resources 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. All of the agencies
responsible for these resources were contacted and requested to complete a
template to describe the health data that they collect and also to provide a full list of
the data variables in the data resource.
*The term National Health Information Sources has changed to National Health Information Resources
since the publication of the Authority's previous documents Catalogue of National Health Information
Sources in Ireland, the International Review of Health Information Sources and the Identification of
Themes for National Health Information Sources in Ireland.
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A survey was conducted by the Authority of ten national health information resources
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 resources(10). The overall aim of the survey was to identify and extract specific
themes to inform the development by the Authority of an appropriate set of standards
for national health information resources. It was not an audit or evaluation of the
various systems, but rather an ‘as is’ analysis of current practice.
An international review of national health information resources was undertaken
looking at six countries in detail(11). A number of factors were reviewed for the six
countries examined; namely the governance structure that is in place for their national
health information resources, the approach each jurisdiction has taken towards
harmonising their national health information resources, current developments
and whether or not they have strategic or national plans in place for their health
information workforce. The review is not an in-depth evaluation of each country’s
health information resources but rather a review of the processes and practices
used to develop national health information resources. A number of best practice
examples were identified from the international review which helped to develop the
standards(12-14).
An advisory group was convened in May 2011 (the members are listed in Appendix 1).
This group worked with the Authority using the themes and best practice identified to
develop these Draft Standards for National Health Information Resources.
The development of the draft standards for the national health information resources
was informed by the catalogue, survey, international review and the advisory group.
Therefore, the draft national standards take account of published research, standards
in other countries, expert opinion, government policy and reports by both national and
international governmental and non-governmental organisations.
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4.Themes
A number of issues were identified through the standards development process to
inform and develop the following themes pertinent to national health information
resources:

4.1 Governance and management
Governance and management are the organisational arrangements which support
the workforce, including managers, to ‘do the right thing’ or make the right decision
at the right time. This also requires determining the strategy for the resource, setting
its objectives, developing its policies, planning, controlling and organising how
the resource delivers its stated purpose through informed decisions and actions.
It ensures the deployment of the necessary resources to enable the delivery and
continuous improvement of high quality data and information.
A well-governed health information resource has robust governance arrangements
that ensure the national health information resource is clear about what it does, how it
does it, and how it is accountable to its data users and data subjects.
For some national health information resources, parts of the data collection,
analysis or dissemination processes are undertaken by these external agencies.
In those instances it is important to work collaboratively with external agencies
by having formal agreements in place to ensure similar methodologies are used
to collect, validate, analyse or disseminate the relevant data or information. The
formal agreements will provide a level of assurance of the accuracy, validity and
completeness of the data collected and reported on and of the accessibility to this
data.
Under the theme of governance and management, standards have been drafted on a
statement of purpose and objectives, structure and arrangements, and legislation.

4.2 Effectiveness
An effective health information resource delivers the best achievable outcomes,
consistently meets users’ needs, presents value for money and draws on the best
available evidence in the production of high quality information. For national health
information resources to ensure effectiveness, they must first ensure data quality.
Data quality refers to data that is complete, valid, accurate, reliable, relevant, legible
and available in a timely manner.
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.
Monitoring and reporting on data quality enables those responsible for national
health information resources to be confident that quality improvement initiatives
are supported by performance data that is itself of good quality. Users of the data
provided by the national health information resources must be confident that the
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national health information resource has a process in place to identify if data quality
is at the desired standard and, if not, that the necessary changes to improve the
quality of data will be put in place. In addition, monitoring data quality facilitates the
identification of opportunities for improvements.
An effective national health information resource provides clear and relevant
information in a format and manner that is accessible and useable to its users. Such
policies help to ensure accessibility and good use of the information produced by the
national health information resource.
Under the theme of effectiveness, standards have been drafted to cover data quality
and quality improvement and accessibility of information.

4.3 Person-centred approach
A person-centred approach focuses on the needs and rights of the individuals about
whom the data is recorded; it respects their rights, values and preferences and
actively engages with them. The national health information resource ensures it is
meeting the needs of its users whilst respecting the privacy and wishes of the people
about whom they collect data. It is important that all individuals about whom data is
collected (data subjects) are confident that this information is held in a secure manner,
in compliance with legislation and are informed of what data is held about them, either
in electronic format or paper records.
Under the theme of a person-centred approach, a standard has been drafted on
information governance.

4.4 Workforce
The workforce of a national health information resource consists of the people
who work directly, indirectly, or in collaboration with the national health information
resource. A competent, motivated and well-governed workforce is one of the most
important resources of a national health information resource and is a significant asset
in terms of delivering its objectives.
In order to ensure the quality of data produced by national health information
resources, the national health information resource needs to plan and configure their
workforce to ensure that the competencies required to deliver their objectives are in
place and that these required competencies are matched to the volume of work.
Workforce planning, therefore, is the standard that guides the planning and
organisation of a competent workforce to deliver upon the national health information
resources’ objectives.
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4.5 Use of resources
Human, physical, financial and natural resources are all finite in nature and require
careful planning and stewardship to ensure they are used in the most efficient, useful
and sustainable manner. A well-run national health information resource is aware of
how all these elements are used, and seeks out opportunities from new evidence and
emerging technologies to improve the use of its limited resources.
How resources are managed significantly impacts on the quality of the information
provided and the future sustainability of a national health information resource.
Specifically, management teams should be aware that the allocation of a resource
to one particular task means less of that resource for the other tasks undertaken.
Therefore, the management team of the national health information resource needs
to be informed and accountable to enable them to make appropriate choices and
decisions on resource allocation.
The careful management of publicly-funded health information resources ensures
the funders are receiving the best possible return on their investment and service
users can be confident that the national health information resource is making the
best possible use of its available resources to provide high quality information.
When allocating public funds, national health information resources need to do so
in a transparent manner so it is clear to service users and the public how they are
allocated.
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5. Interaction with other
national standards
National health information resources have a responsibility to have arrangements in
place to ensure they are compliant with Irish and European legislation and with the
requirements of all relevant national regulators, including professional regulators.
The implementation of the Standards for National Health Information Resources will
support national health information resources and their workforce in achieving this.
The Authority has developed National Standards for Safer Better Healthcare(8) which
aim to provide a roadmap for improving the quality, safety and reliability of healthcare
in Ireland. These contain three detailed standards in the area of health information
which centre on the use of information, the management of health information
and information governance. These standards clearly outline the responsibilities
for healthcare providers to appropriately collect, manage and use health and social
care information. The Standards for National Health Information Resources will
complement the National Standards for Safer Better Healthcare(8) and build on
the health information standards they have introduced for healthcare providers by
ensuring the next steps in the health information journey are appropriately governed,
managed and reported on.
The Central Statistics Office is also in the process of developing standards to ensure
that all administrative data sources comply with the European Statistics Code of
Practice(15). In developing these Draft Standards for National Health Information
Resources the Authority has also reviewed the European Statistics Code of Practice(15),
drawing on the collective European experience of collecting and compiling statistical
data.
Given the sensitivity of health information, information governance is an important
concept for national health information resources to address, with significant potential
for harm to the data subject if information is lost, corrupted or inappropriately
disclosed. All national health information resources have a duty to protect the
information with which they are entrusted. The Authority has developed a handbook
entitled, What you should know about Information Governance(16), and is in the
process of developing a more detailed guidance document for all those involved in the
health and social care sector which will support these standards.
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6. How the Draft Standards
are structured
A high-level standard has been developed based on the rationale for each theme.
Some themes have several standards. Each standard comprises of two sections;
the standard itself and some suggested features the national health information
resource should have in place to comply with the standard. The list of features is not
an exhaustive list, but it does provide some guidance to national health information
resources on how they can implement the standard and provide evidence of
compliance.
The Draft Standards for the National Health Information Resources are structured to
ensure that the national health information resources provide complete, validated and
comprehensive data that will inform and educate all those responsible for health and
social care and ultimately improve the care each patient and service user receives. At
a high level, the standards review the governance and management, effectiveness,
person-centred approach, use of resources and workforce for the national health
information resources.
More specifically, the standards review the statement of purpose, structure and
arrangements, legislation, data quality and quality improvement, accessibility of
information, information governance, workforce and use of resources of national
health information resources.
The Draft Standards for National Health Information Resources are set out in full on
the pages that follow.
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7.Next Steps
7.1 Consultation phase
On completion of the consultation period for these draft national standards, the
Authority will consider and review all the comments received from the public
consultation and any recommendations from the advisory group. The Authority will
then submit the final set of standards to the Minister for Health for approval and
publication. Once the Standards are approved, a framework for the renewal and
updating of the Standards will be put in place.
For further information on the consultation process and how to take part, please see
our Guide to Consultation available at www.hiqa.ie.

7.2 Guidance for the standards
A guidance document will also be prepared to provide more detail on how to comply
with the Standards, along with practical examples. This will be published at the same
time as the final set of standards.
The purpose of the guidance will be to:

>>

facilitate the successful implementation and adoption of the standards

>>

provide a common understanding for national health information resources and

>>

provide examples as to how the standards will apply to the national health
information resources in practice.

Initially, general guidance will be prepared. However, the Authority will have an
ongoing process to identify areas which may require more specific guidance.

7.3 Implementation of the national standards
The Authority recognises that the implementation of the proposed standards will
take time. However, as new national health information resources are developed, it is
expected that they will be required to adhere to the standards from the outset.
For existing national health information resources, an incremental approach is
envisaged with the opportunity being taken when major upgrades to the health
information resources are being undertaken to bring them into conformance with the
standards.
In recent years, along with many countries, Ireland has undergone significant
economic challenges. Funding for the entire healthcare system, not alone the health
information area, is under pressure. Therefore, the use of all resources effectively and
efficiently is even more important than in the past.
The Authority recognises that there are resource issues associated with the
implementation of these national standards. This places a high importance on how
national health information resources at both a national and local level plan and use
their available resources to ensure a high quality, safe and sustainable service.
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Draft Standards for National
Health Information Resources
Governance and management – Statement of
purpose and objectives
Standard 1
The national health information resource maintains a publicly
available statement of purpose, setting out how it will achieve its
stated objectives.
Features of a national health information resource meeting this
standard are likely to include:
1.1

A statement of purpose for the national health information resource which is
publicly available and communicated in an accessible format.

1.2

Regular review of the statement of purpose to ensure it is sustainable, based
on needs and on what can be delivered effectively and efficiently within
available resources.

1.3

Notification of, and consultation with, relevant parties regarding any proposed
significant changes to the statement of purpose.

1.4

An evidence-based process is in place to ensure that data collected and
information generated are consistent with the purpose and objectives of the
national health information resource.
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Governance and management - Structure
and arrangements
Standard 2
Formalised governance arrangements are in place to ensure that the
objectives of the national health information resource are met.
Features of a national health information resource meeting this
standard are likely to include:
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2.1

There is a named person with overall executive accountability, responsibility and
authority for the national health information resource.

2.2

Governance arrangements that clearly set out lines of accountability and
responsibilities for all staff members.

2.3

The national health information resource has a transparent governance
structure in place.

2.4

A formal complaints system is in place to review and investigate perceived
misuse or inappropriate use of data.

2.5

Formalised agreements are in place with data providers that support the
provision of quality data.

2.6

A risk assessment is conducted on a regular basis to ensure the health
information resource identifies and manages risks to the achievement of its
stated objectives.
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Governance and management - Legislation
Standard 3
The national health information resource is compliant with relevant
legislation and standards.
Features of a national health information resource meeting this
standard are likely to include:
3.1

A clearly documented risk assessment and management process is in place to
ensure compliance with legislation and standards.

3.2

Regular reviews of Irish and European legislation to determine what is relevant
for the national health information resource.
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Effectiveness – Data quality and quality
improvement
Standard 4
The effectiveness of the national health information resource in
meeting its objectives is systematically monitored, evaluated, and
continuously improved to ensure data quality.
Features of a national health information resource meeting this
standard are likely to include:

24

4.1

In collaboration with data providers, a programme is in place to monitor and
evaluate data quality to ensure data is complete, valid, accurate, reliable,
relevant, legible and available in a timely manner, to ensure it meets the
purpose and objectives of the national health information resource.

4.2

Policies and procedures to guide data collection, validation, storage, processing
and production of reports are publicly available.

4.3

Development and reporting of appropriate performance indicators to provide
objective measures of data quality and to target necessary improvements.

4.4

Minimum datasets and a data dictionary for the national health information
resource are in use and published.

4.5

A disaster recovery and a business continuity plan are in place.

4.6

A data quality framework that includes support to members of the workforce to
facilitate quality improvement in data and prevent recurrence of errors.
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Effectiveness - Accessibility of information
Standard 5
The information produced by a national health information resource
is accessible to data users and disseminated to optimise its benefit.
Features of a national health information resource meeting this
standard are likely to include:
5.1

Provision of relevant information from the national health information resource
in accessible and usable formats in a timely manner.

5.2

Arrangements to ensure that data users can gain access to data or information
from the national health information resource as appropriate.

5.3

Regular assessments of the needs of data users are ongoing and reporting
requirements are in place to ensure that information provision is aligned with
the identified needs and requirements.

5.4

National health information resources encourage and promote use of their data.

5.5

Explanatory information is provided with published reports to facilitate accurate
interpretation of data.
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Person centredness - Information
governance
Standard 6
The national health information resource has effective arrangements
in place for information governance which protect the rights of people
about whom it holds information.
Features of a national health information resource meeting this
standard are likely to include:
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6.1

Use of best available evidence to protect the security, privacy and
confidentiality of the individuals whose personal health information they collect.

6.2

Where a health information resource requires consent, it is obtained in
accordance with legislation and best available evidence.

6.3

Provision of clear and accessible information to data subjects on how their
health information is collected, stored, validated and for what purposes it will be
used.

6.4

Effective arrangements to facilitate data subjects to access their personal
health information in line with legislation.

6.5

Arrangements are in place to ensure necessary information is shared in a
timely manner within and between national health information resources in
line with legislation, national standards, guidance and based on best available
evidence ensuring the security, privacy and confidentiality of all data subjects is
protected.
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Workforce
Standard 7
The health information resource plans, organises and manages its
workforce to deliver its objectives.
Features of a national health information resource meeting this
standard are likely to include:
7.1

Recruitment and upskilling of people with the necessary competencies to
deliver the objectives of the national health information resource.

7.2

A training, education and development programme with clear objectives, which
is tailored to specific members of the workforce to develop competencies
and to ensure the provision of quality information from the national health
information resource.

7.3

Support for, and facilitation of, the workforce to identify and propose areas
for improvement for the national health information resource reflecting best
available evidence.
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Use of resources
Standard 8
National health information resources plan and manage the use of
resources to produce quality data.
Features of a national health information resource meeting this
standard are likely to include:
8.1

Business plans that take account of the funding and resources required to
deliver the objectives of the national health information resource.

8.2

Allocation of available resources to achieve the objectives of the national health
information resource in a sustainable manner.

8.3

Consultation with data users, funding resources, and their workforce regarding
the allocation of resources to achieve the best quality data.

8.4

Resource decisions that are transparent and deliver value for money, informed
by:

8.5
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>>

explicit consideration of the quality, safety and ethical implications of such
decisions

>>

risk assessment of the decisions

>>

best available evidence.

Transparent reporting on financial performance in line with legislation and
national policy.
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Glossary of Terms
Term

Definition

Best available evidence

The consistent and systematic identification, analysis,
selection of data and information to evaluate options
and make decisions.

Data

Data are numbers, symbols, words, images, graphics
that have yet to be organised or analysed.

Data provider

Data provider refers to the party who physically collects
the raw data and provides it to the national health
information resource. They may be employed directly
by the national health information resource or by a third
party.

Data quality

Data quality refers to data that are complete, valid,
accurate, reliable, relevant, legible and available in a
timely manner.

Data subject

Person about whom data is collected and recorded by
the national health information resource.

Data user

This refers to any user of data or information produced
by the national health information resource including
hospitals that provide the data, the Health Service
Executive, Department of Health, academic institutions
and the general public.

Formalised agreement

This is a formal agreement reached between a number
of parties clearly outlining the roles and responsibilities
of each party.

Health information

Health information is defined as information, recorded in
any form or medium, which is created or communicated
by an organisation or individual relating to the past,
present or future, physical or mental health or social
care of an individual or cohort.

Host agency

A host agency manages and operates the health
information system and collates, analyses, publishes
and disseminates data.

Information

Information is data that has been processed or analysed
to produce something useful.
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Information governance The arrangements that service providers have in place
to manage information to support their immediate
and future regulatory, legal, risk, environmental and
operational requirements.
National health
information resource

A national health information resource is defined
as a national collection of routinely collected health
and social care data (including administrative data
sources, censuses, national routine surveys and patient
registries) in the Republic of Ireland.

Performance indicators

Performance indicators are specific and measurable
elements of practice that are designed to assess key
aspects of structures and processes and to assess
outcomes that may be correlated with the quality
of data delivered by the national health information
resource.

Personal information

Data relating to an individual who is or can be identified
either from the data or from the data in conjunction with
other information that is in, or is likely to come into, the
possession of the data controller(17).
The term personal health information is broad and
includes such matters as personal information relating
to the physical or mental health of the individual, as well
as any genetic data or human tissue data that could
be predictive of the health of the individual or his or
her relatives or descendants. In essence it covers any
information relating to an individual that is collected for
or in connection with the provision of a health service.

Statement of purpose
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A statement of purpose should detail the aims and
objectives of the national health information resource
including a description of the resource. It should contain
a description of the data being collected and who is
collecting the data. It should also identify the intended
users of the national health information resource.
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