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1.1 Background 
In April 20.0.0., the Minister of Health and Children established a Steering Group to produce a 
National Health Information Strategy (NHIS). A number of Subgroups were formed to focus 
on the key areas necessary for the development of'the Strategy: 

o Health information requirements in Ireland 

o Health information developments and structures abroad 

o The development of standards (data and technical) 

o The potential of modem information and communications technologies 

o Legislative requirements to underpin the NHIS 

A Project Team was established to support and coordinate the work of the Subgroups, and to 
draft the Report on behalf of the Steering Group. Throughout the process, close linkages are 
being maintained with the teams responsible for developing the new National Health Strategy. 

As part of the consultation process in developing the NHIS, a National Conference was held 
in November 20.0.0.. Health professionals attended the Conference from a range of 
backgrounds from Ireland, and also by invited guests with international experience in health 
information. 

Ongoing work includes a process of identifying the information needs of the key stakeholders, 
including patients/public, care providers, managers, policy makers and the research 
community. The key documents produced to date can be accessed through the NHIS website 
(www.doh.ie). 

Direct contact is being made with agencies with a special remit in the collection, analysis or 
dissemination of health information. A review of the major health information systems in this 
country is being undertaken, together with a review of the approaches taken to health 
information internationally, and an appraisal of the potential of information and 
communications technology to enable 
achievement of many of the key objectives. 

1.2 Regional Workshops 
As part of the process to develop the NHIS, 
three major workshops were run in different 
locations during the latter half of July. These 
workshops provided a forum through which 
attendees were informed of the scope and 
ongoing work in co-ordination, 
standardisation and integration, developing 
the strategy and a way to encourage wider 
participation in the process. Each health 
board was asked to nominate about 3D 
representatives to attend the relevant 
workshops. The workshops began with a 
number of short addresses to the whole 
group regarding the background and context 
of the NHIS. This set the scene for 
breakouts into smaller groups that were 
concluded in time for feedback to the whole 
group and a general discussion of the 
matters raised. The 'break-out' groups 
examined key questions under some major 
topic headings as shown in the box. . 

NHIS - WORKSHOP REPORT v 8 3 

A) Information Systems 
Way forward in ensuring a comprehensive and integrated 
approach to the wide range of information systems used by 
stakeholders. 

B) Legal and Policy Environment 
Legal and policy framework governing the use of health 
data. 

C) Data Framework, Co-ordination, Standardisation 
and Integration 

Arrangements for an integrated approach to data and for 
enabling data qUality. Organisational and technical 
infrastructure to enable co-ordinated work using 
standardised and integrated data. 

D) Converting Data to Information to Knowledge 
Specific infrastructure to enable the maximum value from 
data by facilitating its conversion to information and 
knowledge. 

E) Process Re-design and Change Management 
Requirement to enable ongoing re-design of processes and 
the management of organisational change. Both of these 
closely related endeavours will be driven by the developing 
strategic environment. and changes in health and healthcare 
activities. 
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Representatives at the events included the following: 

o Strategic planners and managers, including members of the senior management team and any 
specialist personnel engaged In this domain; , 

o Representatives of service management; 

o Health professionals from key clinical disciplines across a range of clinical services: primary 
community and secondary; 

o Senior information and communications technology personnel. 

1.2.1 Workshop Events 
1.2.1.1 Sligo Workshop 
18th July 2001, The Sligo Park Hotel, Sligo 

Attended by Western Health Board, North Western Health Board, North Eastern Health 
Board, and Midland Health Board. 

1.2.1.2 Cork Workshop 
24th July 2001, Maryborough House Hotel, Douglas, Cork 

Attended by Southern Health Board, Mid-Western Health Board, and South Eastern Health 
Board. 

1.2.1.3 Dublin Workshop 
26th July 2001, Sheldon Park Hotel, Dublin 

Attended by Eastern Regional Health Authority, Northern Area Health Board, South Western 
Area Health Board, East Coast Area Health Board and E.R.H.A. Shared Services, Or. 
Steevens Hospital. 

1.3 Summary of the Key Issues Identified 
This section highlights some of the main themes that emerged from the breakout groups. 
Further details on the deliberations of each of the groups are included in the appendices i.e. 
the fiipcharts and the acetate sheets. The findings from the three workshops are combined in 
each section. 

A) Information Systems 
• All groups had a unanimous view that some form of an "information authority" 

should be recommended in the new strategy. Such an agency was 
considered appropriate for defining data, data standards and coding structure 
for example, disease classification. People were in favour of functional 
speCification; for example integrated hospital systems. However, as 
speCification issues develop they can become more complicated. In this 
case, rather than imposing solutions from on high, the users should be 
closely involved in the process. Expert guidance should be provided by the 
authority and on the way information systems will work - but if the people are 
not involved, the process is unlikely to be successful. 

• A national route to information for the public must be established where 
commonly required information can be obtained. It is agreed that there is a 
need for national leadership here. An interface between the public and the 
health services is necessary and this needs to be managed in such a way 
that the patient is better facilitated. The required information needs to be 
made available at a generic level, for example through REACH. Ideas should 
be cultivated. Internal integration is also a major factor. 
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• It was generally agreed that there is a need for greater efficiency and more centralisation concerning the organisation of information systems. 

• Very mixed views were expressed in relation to using the PPSN as the unique identifier throughout the health service. There were concerns about the potential of the 'big brother' effect and that there are too many stand alone systems for example, labs, dentists. Again, much more internal 
integration would be required to overcome this problem. 

• It was considered important to appreciate the point that information systems are very unlikely to reduce the workforce. However, if used well they can enable people to become more productive. Due to the need for system implementation as well as training etc., it may well be the case that more staff 
would be required. 

B) Legal and Policy Environment 

• Participants welcomed the NHIS initiative. Policy development was emphasised and the Department was expected to show leadership in this regard. At each venue, the discussion concentrated on issues relating to 
personal information. 

• Each group recommended a SUbstantial programme of training and education in response to the stronger data protection requirements of the European Directive 95/46/EC. This programme would address consent, appropriate use of personal information, and security issues. The new legislation extends protection to all media, including paper. It was agreed that current practice is 
deficient. 

• Statutory support for the strategy was recommended. This would provide a legal context within which to address health information issues. It would provide authority for structures, for the adoption of national standards, for shared data bases, and for compliance with approved practice. 

• There is continuing concern that legislation to increase openness and access will damage quality assurance programmes - especially, peer review. A statutory framework for these could help to maximise both participation and accountability. 

• Discussions on the sharing of identifiable personal information between professionals/agencies revealed a wide spectrum of opinion. This reflected differing professional perspectives, the extent to which sharing is necessary, and the protection of the subject. Partitioning data into identifiable and anonymised forms will help but special measures are needed to reflect the fact that Ireland is a close-knit community. 

• Overall, the issue of subject consent emerged as a priority, which requires a clear policy response consistent with legal and ethical requirements. 

C) Change Management and Process Redesign 
• It was considered very important that there would be top-down commitment and bottom-up involvement in implementing the strategy. It was considered essential to engage everyone at all levels, and that resource commitment from the top must be evident. Service providers and users should be involved in the design of services. 

• With regard to confidentiality/privacy/trust issues, major concern about the ability to keep medical information confidential was expressed. Any breach of trust would severely damage system operation/acceptance. 
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• The Strategy should foster co-operation rather than competition. 
Unfortunately, when resources are scarce the opposite tends to happen. 

• Priority is to invest in staff training and support rather than hardware/software 
- there is a large skills deficit. A national standard for health care ICT training 
comparable to the EDCL should be developed. Use of common interfaces 
would be a big help. . 

• Be clear about the goals and benefits of the Strategy and communicate this 
to the audience. Communication skills in general need improvement and 
should feature more in professional training. 

D) Data Framework, Coordination, Standardisation & Integration' 
• It was considered essential to adopt common standards. The PPS Number 

should be made to work. 

• There is a clear need for a central function such as a health information 
authority. The authority should include regional representation. Given the 
need for some degree of centralisation, existing health agencies may have to 
accept compromises. 

• There is an urgent need to eliminate duplication (reinvention of the wheel). 

• There is a need for a legislative basis for the above. 

• Willingness to share information may present a problem. 

E) Converting Data to Information to Knowledge 
• The group reinforced the importance of comprehensive high quality data that 

is available in a timely fashion. 

• Given this, the first thing needed to promote the conversion of data to 
information to knowledge was an inventory of the data that was already 
available. Without this it was not possible to know what raw materials you 
had available to you. 

• It was felt that there was a wealth of data and a lot of experience out there, 
and it was vital that this was not ignored but rather built on. 

• A key strategy is to actively promote and support an information culture that 
bases decision making at all levels on information and evidence. In particular, 
this must include people who actually collect data. Training was seen as a 
vital part of this. 

• The group was supportive of the idea of developing piloUdemonstration 
projects to explore various way of promoting the use of data. 

1.4 Conclusion 
The Regional Workshops proved to be an invaluable process in refining and developing the 
thinking behind the NHIS. Despite holding the meetings during the summer period, they were 
all very well attended and the participants actively engaged in the wide-ranging discussions 
and debates. 

The NHIS Project Team is indebted to all those who helped arrange and manage the events 
in each region. 

We hope that this report provides useful feedback to all those who participated in the process 
and that it will help to further widen the debate. 
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1.5 Feedback 
The work of developing the' NHIS is not yet complete, and the Project Team would welcome 
feedback on this document and the NHIS in general. 

This can be done in the following ways: 

1. By writing to Treasa Nolan, Coordinator, National Health Information Strategy, Second 
Floor, Department of Health and Children, Hawkins House, Dublin 2. 

2. By email toTreasa_Nolan@health.irlgov.ie. 

It would be very much appreciated if you could respond to this invitation by September 21 sI 
2001. 

Thank you for your participation in developing the NHIS 
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Appendix A - Information Systems 
• There is a role for a 'National Authority' 

-Ownership 

- Responsibility (must be clear) 

Function of DoH & C 

Cross- departmental body 

Broad terms of reference 

Specific functions 

National & local 

• Executive 

• Committees + + 

•. Programme management 

LEADERSHIP 

DATA SUPPORTING PROCESS 
STANDARDISATION FUNCTIONALITY 

EPR 
Medical 
Nursing 
Primary 

Interface 
Citizen 

• Data standards 

Content 

Format 

• Process (procedure) 

• Outputs 

• Security 

LOCALISATION 
OWNERSHIP 

t 
FIT FOR PURPOSE 

t 
RESPONSIBILITY 

Data -+ Process/ Functionality -+ Technical -+ One solution/joint procedure 

For example; cardiology, immunisation, PPSN 

• Resource NHIS 

• Raise profile 

• Bottom-up (understand what is out there) 

• Enabling agency 
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Standards 

Dealing with issues 

Flexibility 

Communication/consultation 

• Training and education 

• Support - initial & ongoing: - HR planning and remuneration 

• Advisory role 

• Complete local integration 

• PPSN 

• Corporate, business 

• Health information for public 

• Integration (GP, health agenCies, national, community care) 

Current position 

• Different starting pOints 

• Dependency on resolution of other issues 

Challenges/concerns 

• Use and selection of identifier 

• Management of shared information 

• Organised change needed 

• Avoid bureaucracy 

• Data quality Input 

• Frontline training 

• Local management support 

• Meeting ever changing needs 

• Organisational and demographic culture 

• DoHC / finance commitment 

• Not an ICT issue 

• Cross boundary 'buy in' e.g. GPs 

• Aspirational 

• Exclusion of citizens 
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• Islands of data 

Cultural shift 

• Clinicians - local/national 

• Citizens - local/national 

• Information and ICT staff - local/national 

• Must emphasise benefits to patients and citizens 

• Trend towards common processes and common records 

EMPOWERING THE CLIENT 

HEALTH SERVICES 

INTERFACE WITH SERVICE USERS 

HR PLAN 

TECHNOLOGY 

PLAN TRAINING 

Conclusions 

• Service Integration must lead 

• ICT is an enabling tool 

• 'Carrot and stick' both relevant 

INTERNAL 

INTEGRATION 

I 
DATA 

• Need commitment to this window of opportunity. 

• Going forward 

• Action plan 

Targets and timescales 

Responsibilities 

Investment profile 
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ACCESS ROUTES 

/ AUTOMATED 
SCHEDULES 

SMART CARD 

I till 
ISLANDS TO 

CONTINENTS 

28-Aug-01 



Appendix B - Legal and Policy Environment 

• Strategy is a positive thing -+ legislation 

• ICT better than paper 

• Benefit to sharing information PATIENT -+ HIS DETAILS 

• Public consultation 

• Needed for treatment of individual 

• Other patients details for comparisons 

• Sharing of data for planning and delivering, monitoring services/outcomes 

• Building trust is crucial to success - public, staff 

• Not excessive collection or disclosure 

Sanctions for abuse 

Employment contracts 

Issues around sharing information 

• Small nation? 

• Will my neighbour know? 

• Can I trust the record creator? 

• Can the record cre?tor trust the person/body who is gathering the information? 

• Quality audits 

Standardisation 

• Volume of information 

Standardisation 

Guidelines 

Legalisation 

• Standardisation of collection/ variety of definitions 

• Are too many bodies collecting information of a similar nature without knowing why it 
is being collected? 

• Are there conflicts on disclosure in different mechanisms? 

• National ---- Local 

• Consent - registers: cancer, neonatal, congenital 
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• Non-compliance 

• Data protocol; FOI 

• Competence, assurance ,. 

• Consent -registers: cancer, neonatal, congenital 

• Electronic medical record (access) 

• EU Directive on data protection 

• Information for patients 

• PPSN 

• Privacy and confidentiality 

• Patient held information 

• Problem patients 

• Electronic signatures 

Consent 

• Differences in opinion? 

• National statement / agreement / protocols 

• Involvement of consumer regarding access and information 

• Approaches? 

• Communication between patient and professional 

• Freedom of information 

• Data protection / EU Directive 

• Orders of discovery 

• Privacy rights 

Need to improve services and outcomes 

• At the end of the line, do not forget it is people centred. 

Control of information 

• Safeguards, protection, security 

• Decisions on access to information- who, what? 

• Risk of lack of information / inappropriate information 

• Co-ordination of information 
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Use of 

Interpretation 

Structures 

• Legislation 

Conclusions 

• Policy from DoHe or NHIS body (databases, consent, law) 

• Training and awareness on privacy 

• Legislation on databases, competence assurance, audit 

• Rules on access control for electronic medical records 
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• Emphasis on change management and staff training 

• Set in realistic time frame 

• Replace old systems 

• Use existing personnel, outside expertise (if required) 

Challenges/obstacles 

• Use and selection of identifier 

• Key concept is willingness to share information and management of this information 

• Organised change needed 

• Avoid bureaucracy 

• Data quality Input 

• Local management support 

• . Meeting ever changing needs 

• Organisational and demographic culture 

• DoH&C drivenlfinance commitment 

• In budget, index linked 

• Political will 

• Not top-sliced 

• Not an IT issue 

• Cross boundary 'buy-in' e.g. GPs 

• People want personal interaction - human contact important 

• Diversity and complexity of services 

• Public awareness 

• Lack of Infrastructure (telecommunications, ICT support etc.) 

• Baseline diversity (ICT systems, plans) 

Key objectives 

• Improved patient care 

• National data dictionary (EU) 

• GP Index 

• National conformance (He BE) 

• National audit function 
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Appendix C - Data Framework, Coordination, 
Standardisation & Integration 

Unique client identifier 

• Who issues number? 

• PPSN- the only way 

• Register at birth 

• Reassure public 

• Timelines, safeguards - data quality issues 

• Not just I.D. - need data standards 

Nomenclature 

• Education, standards 

• Quality of care 

Not everything is measurable 

Care not easily labelled 

• Need users involved in deSign of coding standards 

• Need central control with rapid update 

• Frontline training, manpower, resources and flexibility needed as well as time ICT 
infrastructure and funding 

How to arrive at/manage standardisation & integration 

• International standards 

• Look at existing systems, build on them and have working body with stakeholder EU, 
national, regional and local 

• Standards board - ISQH, for care, data capture and data itself 

• Need national body (virtual? functions?) 

• Need regional representation committees nationally, planning groups, standards 

• Consumer representation 

• Those who do not use services 

• Different groups/disciplines 

• May have to accept some compromise 
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• Public / private sector involvement 

• Cultural Acceptance 

• Standardisation/linkages 

Resources 

Training/education 

Current position 

PPSN,EPR 

Legislation 

Coordination of implementation 

Central structure 

Standard definition 

Audit/monitoring 

Addressing changing needs 

• Central Authority 

• Focussed on policy/procedure, timeframes, guidelines 

• Working with local implementation 

• Organise pilot projects 

In different areas 

Feeding into the Authority 

• For example NWHB, PPARS 

Key benefits 

• Quality data ~ Quality service 

• Standardisation and comparability 

• Leads ICT systems providers 

• Information sharing (patient and service provider) 

• Better planning and business case development 

• 'Seamless' care 

• Use enforces quality 

• Used in care of patient 

• Audit / standards 

NHIS - WORKSHOP REPORT v 8 16 28-Aug-01 



• Who is responsible? 

Agency 

Patient ,. 

• One point of collection 

• Integrated systems 

• History of changes and who changed it 

• Authority, authentication, validation 

• User Friendly 

IT systems 

Plans 

Feedback systems 

• From consumers 

• . Systematic 

• Published (Standards and Feedback) 

Conclusions 

• Service Integration must lead 

• ICT is an enabling tool 

• 'Carrot and stick' both relevant 

• Need commitment to this window of opportunity. 
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Appendix D - Converting Data to Information to 
Knowledge 

Information required to deliver an effective service 

• Acknowledge the importance of data quality/definition 

• Information to underpin our decisions 

Needs assessed 

Evidence based 

Resource allocation 

• Need for information based culture 

• Consult stakeholders 

• Assess eXisting data 

• . AudiVlnventory of what is in place nationally/regionally (standard way of reporting 
this), national co-ordination 

How to convert data to knowledge 

• Have common standards 

• Investment and priority, define and sell benefits to stakeholders 

• Define ownership and responsibility for data sets 

• Ensure appropriate access to data based on ID needs 

• Provide infrastructure- national/spatial plan: NDP 

• Smart cards 

• Make information which is available under FOI available 

• Protocol for asking/informing people on the use of their information point of first 
contact 

• Share examples of good practice 

• Accreditation of websites and common health portal 

• Develop concept of case mix for community services etc. 

• Provide guidance and incentives 

• DoHC requirements - resources 

• Provide minimum basic tools, hardware and programmes 

• Skill people around service planning: ID needs, response, use of resources 

• Use PHIS to plan (link with public) 
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• Involve consumers - now 

• Ensure use of available data/information for decision making 

Barriers in converting data to information 

• Define requirements, skills/roles 

• Assess existing skillslroles 

It Need for agreed protocols and dialogue with public and professionals on how 
information will be used 

• Need to have a way to factor in aids to communication and analysis to reach common 
understanding 

• Competition between health boards- back of one way forward 

• Need for synergy between health providers and ICT 

• Address barriers to use of data: legal, institutional, personal, professional etc. 

• . Initiate specific training programmelreorganisation 

• Human/technical resources: link persons, information advocates, ICT 

• To facilitate delivery of usable information 

Process need to be: 

• Inclusive 

• OngOing 

• Current 

• Flexible 

• Pilot projects 
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Appendix E - Process Redesign & Change Management 
Potential functions I roles 

• Pilots - target groups 

• Consultation, involve suppliers, manage expectations 

• Communication -common language, inform/empower individuals 

• Integrated systems 

• Data definitions, policing of standards 

• Provide for smaller agencies 

• Highest common factor (avoid backward steps) 

• Staff retention measures 

• Training (e.g. ECDL - national standards) 

• Planning of services 

• ICT infrastructure 

• Top-down commitment, bottom-up involvement 

Issues I development 

• Paper based systems, operational difficulties (ambulance> care groups) 

• Standard coding systems 

• Process change with continuous support of planning, implementation, evaluation to 
achieve outcomes based services 

• Poor utilisation HR 

• Integrate systems, link with other developments e.g. REACH 

• Client centred services 

• Who drives process> needs to be clearly identified 

• National for a to promote change, national objectives for implementation in all Boards 

• Common healthcare delivery process -use information correctly 

• Change attitudes to information sharing 

• Individual responsibility for own health -public 

Blockers I enablers 

• Staff retention & morale 

• Culture 
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• Training 

• Communication 

• Common interfaces ,. 

• Confidentiality 

• Trust 

• Information as power source 

• Qualitative vs. Quantitative -must take broader view not narrow data approach 

NHIS priorities I critical requirements 

• Commitment to resourcing 

• Client services require integrated IS/services, legislation change? 

• Define information needs through consultation with users and staff especially 
coalface 

• Agree on agendas from start with clear plan of action and better information for future 
planning 

• Framework to prioritise information needs (balance of clinical service management 
and patient) 

• Manage achievable expectations and communicate strategy 

• Promote common project management approach, incorporating role of change 
management and use of proven, structured methodologies 

• Culture change; DOHC and health boards 

• Foster cooperation vs. competition 

• Standardised approach- fair 

• Positive driver for care standard setting, development of shared care, most 
appropriate 

• Triage 

• Comprehensive functionality and compatibility 

• Comprehensive -benefit all categories of staff/patient 

• ICT skills gap -resources for training part of strategy -undergraduate training 

• National codification of meaning of terms 

• Need to educate and involve patient and caregiver 

• Computerised clinical data 

• Unique patient identifier, smart cards 

• Relevant/Accessible customer information (rights, services, entitlements etc.) 
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• Data quality, accuracy, validation 

• Security collection 

• Design of clinical templates, data analysis ,. 

• Genuine involvement of key stakeholders 

• Establish current reality 

• Avoid duplication 

• Cost reduction 

• Health profile 

• Informal careers and clients may access and provide input into information systems. 

NHIS - WORKSHOP REPORT v 8 22 28-Aug-01 

J 


