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FOREWORD 

I would like to acknowledge with gratitude the sterling contribution made by Dr. Susan O’Reilly who completed 
her term as Chair of the Board of the National Cancer Registry in February of this year.  It is an honour to have 
been nominated as her successor on the Board by the Minister. 
 
The National Cancer Registry is a critical element of cancer services in this country.  It will become an increasingly 
important agency recording, analysing and reporting changes in cancer incidence, prevalence and survival data as 
the State continues to invest in cancer prevention, diagnostics and treatment.  The third National Cancer Strategy 
will be published shortly and the Registry, having contributed to the development of the Strategy, will also have a 
role in implementing its recommendations. 
 
By international standards the Registry has been hugely successful in fulfilling its statutory functions.  However 
the increase in the number of both patients and long term survivors will generate a very large volume of 
additional data for the Registry to collect and analyse. To meet this challenge there is a clear opportunity to 
automate and facilitate data collection from hospitals by linkage to the national Medical Laboratory Information 
System (MedLIS), the national Medical Oncology Clinical Information (MOCIS) and other clinical datasets. 
 
The Registry makes it’s anonymised data freely available to inform clinicians, healthcare providers and external 
researchers. It has a highly productive and collaborative research output and this is going to expand significantly 
since the Dr. Clough-Gorr’s appointment as director last year, creating a new Professor of Cancer Epidemiology in 
partnership with University College Cork.  
 
On behalf of the board, I would like to express our appreciation of the expertise and dedication of Kerri and her 
staff in their ongoing commitment to high quality data capture, analysis and outputs. 
 
Yours Sincerely, 
 

 
 
Dr. Jerome Coffey MD FRCPI FRCR FFRRCSI 
Board Chairman 
June 19th, 2017 
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DIRECTOR’S STATEMENT 

This has been a year of transition for NCRI.  Dr Harry Comber officially retired after years of dedicated service as 

NCRI Director and Interim Director. This was also the last year of Dr Susan O’Reilly’s role as Chair of the NCRI 

Board. Over their tenure, Drs Comber and O’Reilly worked tirelessly to ensure NCRI had an important role in 

cancer control in Ireland as well as a strong international reputation. We are all grateful for their efforts. It is on 

the foundation of their work that I have the privilege and pleasure, as NCRI Director, to guide NCRI into the future. 

Although here for only a few months in 2016 the transition has gone smoothly.  The dedicated and first-rate NCRI 

staff have warmly welcomed me and eased my entry. In addition, we are delighted to welcome Dr Jerome Coffey 

as the new Chair of the NCRI Board. 

  

There are certainly challenges we will need to get through to reach NCRI’s full future potential. To achieve world 

class stature as a cancer registry will require sufficient funding from the Department of Health, additional staff to 

concentrate on data quality and timeliness, an emphasis on rebuilding the NCRI research program, and a strategic 

eye for harnessing the untapped potential of NCRI. I look forward to my first full year in 2017, the continued 

support of the NCRI Board and working with NCRI staff beyond the transitions.  

 

 
 

Kerri Clough Gorr 
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HISTORY AND BACKGROUND 

Establishment 

The National Cancer Registry Board was established by Statutory Order 19 of 1991, “The National Cancer Registry 

Board (Establishment) Order” under the Health (Corporate Bodies) Act, 1961. The Board discharges all its statutory 

responsibilities through the National Cancer Registry. The Order was amended twice; in 1996 by S.I. No. 293/1996 

(The National Cancer Registry Board (Establishment) Order, 1991 (Amendment) Order) and in 2009 by the Health 

(Miscellaneous Provisions) Act 2009. 

The Minister for Health and Children, Mary Harney, T.D. on 15th October 2008 announced that the National 

Cancer Registry would be integrated into the Health Service Executive in 2010. This was confirmed by the Minister 

for Finance in his 2009 Budget speech. However, this has been deferred pending the establishment of new health 

structures and the enactment of the Health Information Bill. 

The National Cancer Registry Board 

The National Cancer Registry Board is a statutory body established in 1991 under the National Cancer Registry 

Board (Establishment) Order as an agency of the Department of Health and Children (as it was at the time). The 

Board has a full membership of seven who are appointed by the Minister for Health. 

The current Board was reappointed by the Minister on February 15th 2016. Its members are: 

 Dr Susan O’Reilly (Chair) 

 Mr Michael Conroy 

 Ms Orla Dolan 

 Dr Anna Gavin 

 Dr Fenton Howell 

 Dr Catherine Kelly 

 Mr John McCormack. 

Statutory functions 

The statutory functions of the National Cancer Registry Board, as set out in Statutory Order 19 of 1991, are: 

 to identify, collect, classify, record, store and analyse information relating to the incidence and 

prevalence of cancer and related tumours in Ireland; 

 to collect, classify, record and store information in relation to each newly diagnosed individual cancer 

patient and in relation to each tumour which occurs; 

 to promote and facilitate the use of the data thus collected in approved research projects and in the 

planning and management of services; 

 to publish an annual report based on the activities of the Registry; 

 to furnish advice, information and assistance in relation to any aspect of such service to the Minister. 
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REPORT OF THE BOARD ON CORPORATE GOVERNANCE 

Report of the Chairperson, National Cancer Registry Board for year ending 31/12/2016 

1. Commercially significant developments affecting the body 

No commercially significant developments occurred during 2016. 

2. Procedures for financial reporting, internal audit, travel, procurement and asset disposals: 

These are all being carried out according to official policies and guidelines.  

3. System of internal financial control  

a) The Board is responsible for the body’s system of internal financial control. 

b) Such a system can provide only reasonable, and not absolute, assurance against material error. 

c) Key procedures which have been put in place by the Board to provide effective internal financial 

control include: 

(i) A clearly defined management structure. 

(ii) A risk register was compiled in 2010 and was updated throughout 2016. 

(iii) Policies and procedures setting out instructions for all areas of financial activity were in place for 

2016. These outlined the procedures for the administration of salaries, invoices and expense 

claims, use of the credit card and petty cash transactions as well as procedures for procurement 

and for the disposal of assets. The payroll function was carried out by University College Cork in 

2016. There were regular reconciliations carried out between National Cancer Registry Board 

records and those maintained by University College Cork. 

(iv) The Audit Committee was appointed by the Board in April 2013 and oversaw the work of the 

Internal Auditors during 2016. 

(v) An ITT for Internal Audit Services was undertaken in July 2016 and a full three-year cycle of 

internal audits covering core financial, organisational and operational areas have been agreed by 

the Audit Committee and the Board. Formal internal audits were carried out in 2016 in the areas 

of Risk Management, Document Management and Business Continuity Planning and Disaster 

Recovery. 

(vi)  An overall annual budget for the National Cancer Registry was agreed which incorporated a 

separate budget for IT.  A report is prepared on a monthly basis to compare actual with budget 

figures and overall annual expected figures are updated throughout the year. 



 

 

5 

 

(vii) Review by the Board at each of its meetings of periodic and annual financial reports. 

d) The National Cancer Registry is in compliance with current procurement rules and guidelines as set out 

by the Office of Government Procurement. 

e) The Board carried out a review of the effectiveness of Internal Financial Controls for 2016 at its 

meeting in February 2017. 

4. Codes of business conduct for the Board and Employees have been put in place and are being adhered to. 

5. Government policy on the pay of the Director and all State body employees is being complied with. 

6. Compliance with Government guidelines on the payment of Board members’ fees is not relevant as there 

are no fees paid to the Board members of the National Cancer Registry. 

7. The Guidelines for the Appraisal and Management of Capital Expenditure Proposals in the public sector 

are being complied with. 

8. Government travel policy requirements are being complied with in all respects. 

9. All appropriate requirements of the Department of Public Expenditure and Reform Public Spending Code 

are being complied with. 

10. Procedures are in place for the making of protected disclosures in accordance with section 21(1) of the 

Protected Disclosures Act 2014. 

11. The Code of Practice for the Governance of State Bodies (2016) has been adopted by the Board and is 

being fully complied with. 

12. The National Cancer Registry is not involved in any legal disputes involving other State bodies. 

13. There is no significant post balance sheet events. 

14. The National Cancer Registry Board complied with all aspects of contractual agreements that could have a 

material effect on the financial statements in the event of non-compliance.  There have been no 

communications concerning non-compliance with requirements of regulatory or tax authorities with 

respect to any matter.  The National Cancer Registry Board is not aware of any actual or possible non-

compliance with laws or regulations that could impact on the financial statements. 

 

Signed 

 

 

Dr Susan O’Reilly     
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REPORT ON SYSTEM OF INTERNAL FINANCIAL CONTROL 

Governance 

Board 

The National Cancer Registry Board addresses all matters outlined in the schedule of matters, as per the Code of 

Practice. 

Briefing for new Board members 

On their appointment new members are provided with information as in the Governance framework for the 

National Cancer Registry Board. 

Disclosure of interests by Board members 

The register of interests is maintained by the Administrator and each year Board members and all relevant staff 

are circulated with a request to bring their disclosure of interests up to date. 

Audit Committee 

The Audit Committee was appointed by the incoming Board in April 2013. It met four times in 2016.  

Internal audit function 

An internal audit service is in place and is carrying out a systematic audit of all areas of Registry activity. In 2016, 

the following areas were audited: 

 Business Continuity Planning and Disaster Recovery 

 Risk Management 

 Document Management 

Code of business conduct for Board members and staff 

This has been updated in line with the recommendations of the internal auditors.  

Procurement 

All staff involved in procurement have been made aware of the Public Procurement Guidelines and directed to the 

www.etenders.gov.ie website for further guidance. This direction is contained within the Governance framework 

for the NCRB. 

Guidance for staff on procurement processes has been written and circulated to all staff involved in procurement. 

 Tax clearance 

Tax clearance procedures have been updated 

The NCRB has ensured that it holds on file an up to date tax clearance certificate for all suppliers that exceed the 

€10,000 per annum threshold.  

Disposal of assets 

http://www.etenders.gov.ie/
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No assets worth more than €150,000 were disposed of during the period reviewed. 

Disposal of assets to Board members/staff 

All assets disposed of to Board members or staff were at a fair market-related price. 

All disposals have been documented accordingly and made in accordance with appropriate procedures. 

Acquisitions/Subsidiaries 

NCRB has not established or acquired any subsidiaries. 

Diversification of core business 

There has been no requirement for diversification of NCRB’s core business. 

Investment appraisal 

There has been no significant capital investment. 

Director’s remuneration 

The Director’s remuneration accords to appropriate guidelines and is disclosed in the Annual Report for 2016, 

stating annual basic salary and superannuation benefits. 

Board members’ fees 

No fees are paid to any Board members.  

Travel and subsistence payments, in line with approved rates, for the meetings that they attend are published in 

the annual report for 2016. 

Government pay policy 

All employees are paid at rates commensurate with their grade. 

Reporting arrangements 

The Chairperson provided a Chairperson’s annual report to the Minister in June 2016. A statement regarding the 

system of internal control was approved by the Board and included in the report to the Minister. 

Strategic and Corporate Planning 

The Board adopted its most recent formal statement of strategy, for the period 2013-2017, in September 2015. A 

Service Plan was provided to the Department of Health in February 2016 when formal notification was received 

from the Department of the expenditure allocation for the year. This detailed the services planned for the year, 

consistent with the Board’s statement of strategy, and within the constraints of the budget allocation.  

Tax compliance 

VAT and PSWT are accounted for by the registry. Payroll in 2016 was processed by University College Cork which 

provides a payroll bureau service to the Board.  
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Risk Management 

A risk management framework document has been prepared. This sets out the definition of risk, how it is to be 

identified and measured, who is responsible and the infrastructure and mechanisms for monitoring and reporting 

on risk and mitigating the same. A risk register is updated regularly to reflect the strategic aims of the Board, risk 

mitigation by the Registry and the changing environment. 

A formal disaster recovery/business continuity plan has been developed, but not fully implemented. This 

identifies the steps with regard to data retrieval, but not office accommodation.  

Finance 

Control Environment 

The Board met four times in 2016. A Senior Management Team has been formed and meets regularly. Delegated 

authority levels for expenditure are in place and are well understood and monitored by the Finance staff. 

Information and Communication 

Accounts are produced on a monthly basis and are reviewed by the Director and circulated to the relevant parties. 

A guide to protected disclosures has been written and circulated to all staff. 

Control Activities 

The Board is kept up to date with expenditure against budget through regular management accounts. Expenditure 

against budget is monitored on a monthly basis by the Director and Administrators. Variances against budget are 

discussed and actions agreed. The monthly accounts are also forwarded on to the Department of Health and 

Children for information and feedback. 

Monitoring and Corrective Action 

The monthly review of expenditure is the main way in which expenditure is monitored and corrective action 

decided upon. 

Budgetary Control 

The initial annual budget submission is made to the Department in the autumn and is based on the previous 

year’s outturn figures in conjunction with the current year to date expenditure figures. A narrative explanation is 

given for any significant variances from the previous year’s expenditure figures. The Department provides formal 

notification of the Non-Capital Expenditure allocation early in the year (typically February). The NCRB then 

produces a detailed monthly budget profile based on the formal allocation received from the Department along 

with a Service Plan for the year that details the services planned within the budget allocated. The NCRB is 

monitored against this plan throughout the year. 

A monthly accounts pack is produced that consists of the following: 

 Detailed income and expenditure account 

 A balance sheet 

 Budget profile for the year to date 

 Variance analysis against budget 

 Bank reconciliations (including bank statements) 
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 Summary trial balance. 

Fixed Assets 

a) The Fixed Asset Register is maintained on an Excel spreadsheet that is divided into the following 

categories: 

 Software 

 Hardware 

 Fixtures and furnishings 

 Office equipment 

b) The register contains the following level of detail: 

 Year of purchase 

 Supplier 

 Item description 

 Cost 

 Accumulated depreciation 

 Net Book Value 

The register is reconciled to the Sage accounting system on an annual basis. 

 

Chair, National Cancer Registry Board 
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STAFF 

The permanent staff complement on 31/12/2016 was 38 FTE. In addition, 7 FTE researchers were on specified 

contracts funded from external sources.  

 

National Cancer Registry Total Headcount = 52 employees (31/12/2016) 

 

Grade – (Permanent DoH Funded Staff) FTE Number Total 

Grade III 1 1 1 

Grade IV 4 4 4 

Grade V 8.6 10 10 

Grade VI 2.26 3 3 

Grade VII 2.81 4 4 

Grade VIII 1 1 1 

Grade – Senior Lecturer 1 1 1 

Grade – State Chemist 1 1 1 

Grade – Senior Staff Nurse (SSN) 5.11 7 7 

Grade – Senior Staff Nurse Dual Qualified (SSN DQ) 3.71 5 5 

Grade – Staff Nurse (SN) 7.5 8 8 

    

Total 38 45 45 

    

Grade – (Temporary Externally Funded Staff)    

Grade IV 4 4 4 

Grade V 2 2 2 

Grade VI 1 1 1 

Total 7 7 7 

    

Overall Total 45 52 52 
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ACTIVITIES 

The Registry’s activities fall into three main categories—data acquisition, dissemination and research. 

Data acquisition 

Registration activity 

Table 4.1. Number of registrations by year (December 2016) 

year of incidence           open         closed     % closed      all cases     % of expected cases 

2007 3 30687 100% 30690 112% 

2008 9 31818 100% 31827 111% 

2009 4 34096 100% 34100 113% 

2010 3 35829 100% 35832 111% 

2011 9 38667 100% 38676 114% 

2012 8 38546 100% 38554 106% 

2013 33 38811 100% 38844 103% 

2014 155 39418 100% 39573 102% 

2015 5723 33530 85% 39253 101% 

2016 19190 7774 29% 26964 69% 

 

The Registry database now has around 560,000 registrations (individual patients) and 678,000 tumours.  

Over 39,000 cancers are now being registered annually, compared to 19,000 in 1994. Just under 45,800 new 

tumours have been created and 44,800 closed between January and December 2016. (This includes tumours that 

were both created and closed in 2016.)  

The corresponding figures for 2015 were 43,500 created and 39,600 closed. 

 

Note: the expected number of cases is estimated using the average number or registrations for the three years 

prior to the year of incidence that is being reported. 

Timeliness 

In 2014, the most recent complete year of incidence, 87% of tumours were registered within 12 months of date of 

incidence, an improvement of 2% from 2013 (Table 4.2).  19% of tumours were closed within a year of date of 

incidence which was an improvement from 17.5% in 2013.  There are continuing small improvements in these 

figures s, but the overall picture remains much the same. Only a wholesale move to high quality electronic data, 

collected at the point of care, would be likely to bring about significant improvements in timeliness.  

 

While backlogs continue to be of concern we have addressed two areas that were without cover for an extended 

period of time.  For the next couple of years we anticipate a number of retirements which will impact on 

timeliness due to numerous factors, eg recruitment time lag and training of the new CDRs.  It takes approximately 

two years for a CDR to become competent in the role. 
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The pending implementation of the new CRS will have an impact on timeliness of data both in the lead up to the 

go live date and in the follow through.  This cannot be understated. 
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Table 4.2. Interval from date of incidence to date of case creation and closure 

year of 

incidence 

Registrations as 

% of expected 
< 3 mths < 6 mths <12 mths < 15 mths < 24 mths < 36 mths + 

2007 108.4% 46.5% 67.1% 84.0% 87.4% 96.4% 100.0% 

2008 109.9% 47.1% 67.9% 84.5% 90.0% 96.4% 100.0% 

2009 109.3% 49.6% 72.4% 87.3% 91.1% 96.6% 100.0% 

2010 107.2% 57.8% 73.4% 85.9% 90.2% 96.4% 100.0% 

2011 107.5% 57.6% 68.6% 82.8% 90.1% 96.1% 100.0% 

2012 104.1% 53.5% 64.8% 82.8% 89.0% 96.1% 100.0% 

2013 103.3% 48.8% 70.6% 84.8% 91.2% 97.2% 100.0% 

2014 102.8% 42.8% 69.0% 87.0% 92.1% 98.3% 100.0% 

2015 103.9% 55.0% 78.0% 90.3% 94.6% 99.8% 100.0% 

2016 94.3% 70.7% 92.8% 99.5% 100.0% 100.0%           100.0% 

Figures in italics are for incomplete years 

The drop in the percentage of cases created in 2013 and 2014 compared to 2010 to 2012 and to 2015 is due to 

illness and retirement when the Registry was unable to recruit replacements. 
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Table 4.3. Interval from date of incidence to date of case creation and closure 

year of 

incidence 

Registrations as 

% of expected 
 3 mths < 6 mths <12 mths < 15 mths < 24 mths < 36 mths + 

2007 108.4% 2.2% 6.9% 24.4% 33.8% 68.9% 100.0% 

2008 109.9% 2.1% 6.3% 21.0% 33.6% 74.0% 100.0% 

2009 109.3% 2.5% 7.8% 23.8% 34.8% 76.5% 100.0% 

2010 107.2% 2.6% 8.0% 21.3% 32.4% 73.5% 100.0% 

2011 107.5% 2.3% 6.9% 21.6% 33.7% 72.3% 100.0% 

2012 104.1% 2.1% 7.0% 20.8% 32.5% 68.7% 100.0% 

2013 103.3% 1.9% 5.9% 17.5% 30.9% 74.9% 100.0% 

2014 102.8% 1.3% 4.3% 19.2% 32.2% 84.6% 100.0% 

2015 103.9% 1.5% 4.5% 21.9% 43.4% 97.5% 100.0% 

2016 94.3% 13.4% 34.9% 83.8% 99.9% 99.9%             99.9% 

Figures in italics are for incomplete years 

There seems to be an improvement in case closure in 2015 and will see if this is over the next few years. 
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Table 4.4. Interval from date of case creation to case closure 

year of 

incidence 

Registrations as 

% of expected 
 3 mths < 6 mths <12 mths < 15 mths < 24 mths < 36 mths + 

2007 108.4% 15.6% 24.3% 47.1% 61.4% 86.1% 100.0% 

2008 109.9% 14.9% 23.7% 43.9% 60.6% 90.3% 100.0% 

2009 109.3% 14.9% 23.6% 43.0% 59.5% 92.4% 100.0% 

2010 107.2% 15.3% 24.0% 41.9% 58.6% 89.0% 100.0% 

2011 107.5% 15.4% 23.2% 44.8% 60.1% 89.3% 100.0% 

2012 104.1% 15.3% 21.9% 42.3% 56.2% 89.8% 100.0% 

2013 103.3% 13.4% 18.5% 40.7% 60.4% 91.5% 100.0% 

2014 102.8% 13.2% 21.7% 48.0% 62.8% 96.3% 100.0% 

2015 103.9% 14.4% 21.2% 51.9% 71.5% 99.8% 100.0% 

2016 94.3% 38.8% 56.5% 99.2% 100.0% 100.0%           100.0% 

Figures in italics are for incomplete years 

Treatment 

The number of treatment episodes registered has increased from 31,400 in 1994 to just over 88,300 in 2014, the 

most recent complete year (Tables 4.3 and 4.4). As with case completion, completeness of treatment registration 

lags behind case generation.  Just under 99,000 additional treatment episodes have been added in 2016. 

 

Table 4.5. Treatments by type and year of treatment 

type 2007 2008 2009 2010 2011 2012 2013 2014 2015 2016 

autopsy 43 56 71 58 67 61 64 65 52 12 

biopsy 19186 21497 23531 25256 27094 27261 27771 28025 26659 13569 

chemotherapy 6527 7175 8029 8967 9148 9277 9182 9169 8411 2591 

consultation 5900 6426 5822 6142 6926 7036 7251 7661 6811 2453 

hormone 3061 3257 3396 3256 3634 3700 3586 3182 2765 931 

other 

treatments 1502 1367 1157 914 1040 886 891 859 542 111 

radiotherapy 6468 7478 7774 8385 8738 8886 8789 8732 7620 2788 

surgery 22263 23195 25530 26413 28614 28799 29123 30547 30205 16148 

all treatments 64953 70454 75313 79398 85268 85910 86669 88314 86991 55235 

Figures in italics are for incomplete years 
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Table 4.6. Treatments by type and year of incidence 

type 2007 2008 2009 2010 2011 2012 2013 2014 2015 2016 

autopsy 47 56 71 58 69 59 61 68 51 9 

biopsy 19365 21568 23577 25353 27226 27291 27831 28030 26367 12823 

chemotherapy 6726 7230 8264 9207 9130 9292 9265 9047 7877 1426 

consultation 5915 6388 5839 6293 7126 7101 7203 7713 6466 1750 

hormone 3166 3269 3393 3312 3703 3812 3466 3163 2485 295 

other 

treatments 1502 1365 1129 890 1043 863 887 846 514 97 

radiotherapy 6709 7638 8128 8491 8974 8767 8984 8150 6462 963 

surgery 22441 23396 25614 26851 28793 28899 29405 30528 29720 13981 

unknown 2 8 3 10 9 5 28 103 4452 17983 

all treatments 65873 70918 76018 80465 86073 86089 87130 87648 84394 49327 

Figures in italics are for incomplete years 

Electronic pathology data 

Pathology is now being processed electronically for the following hospitals. 
 
Cancer centres:  Beaumont Hospital, Galway University Hospital, St. James’s Hospital, St. Vincent’s University 
Hospital, University Hospital Limerick (skins only). 
This will be extended CUH and to all sites for UHL from April 2017. 
 
Acute hospitals:  Tallaght Hospital, Our Lady of Lourdes, Letterkenny General Hospital and Sligo General Hospital. 
Letterkenny went live at the end of September 2016 and Sligo at the end of March 2017. 
 
Private hospitals:  Mater Private Hospital and the Beacon Clinic. 
 
We do not receive the full text of the pathology report from Our Lady of Lourdes, Tallaght Hospital, Mater Private, 
Galway University Hospital, Beaumont Hospital and the Beacon Clinic.  Therefore tumours are registered with very 
limited information and this remains the situation until the CDR reviews or closes the tumour.  This can take 
anything from 9 months to 24 months. 
Where we do receive the full text of the report there are no resources to review the pathology reports for certain 
hospitals.  These cases are also registered with limited information until the tumour is reviewed or closed by CDR. 
 
Due to staff changes at a private hospital an electronic pathology extract is no longer available to the Registry.  
Pathology is registered to the end of September 2016.  There is no date yet for the resumption of the extract. 
 
As each pathology extract is radically different, it is important to carry out quality assurance on the data.  Any 
outstanding issues need to be resolved before implementation of the new system; this has been a priority for 
2016 and will continue to be a priority until the full implementation of the new system.  
 
The Registry continued to work on the national MedLIS project during 2016 and has been in contact with the 
project team in 2017. 
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IT developments 

 

Cancer Registration System 

This project continued to progress during 2016. A number of cycles of user testing on the manual entry phase 

were completed. A number of data migration runs were completed and verified. Development was completed on 

electronic data phase with unit testing completed. 

This project will complete in 2017. 

 

Increased security 

In 2016 the Registry implemented solutions to further protect the Registry against Malware threats.  The Registry 

implemented Heimdal on all Registry desktops and laptops. Heimdal runs in background and checks internet 

traffic to detect and blocks any dubious destinations. The This product runs side-by-side with McAfee anti-virus.  

In addition the Registry implemented Novi, which reviews all e-mail to the Registry before any other checks are 

applied. Suspect e-mail is either blocked or quarantined depending on the level of suspicion attached by Novi.   

 

 

Encryption 

In 2016 the Registry started a project to replace TrueCrypt with McAfee as its encryption utility. McAfee enables 

automatic, transparent encryption without hindering performance. Encryption is automatically deployed in 

accordance with the Registry’s policy and can be set differently for separate individuals or groups. A central 

management console allows for easy and auditable management of the solution. The solution can provide proof 

of encryption in the event of a missing laptop or desktop.  

This project will continue to completion during 2017. 

 

 

Research and Dissemination  

Grants awarded 

 European Commission funding: “Joint Action on Rare Cancers” €3,210 over three years. 

 Health Research Board Summer Studentship award: “Analysis of a large population-based survey of women’s 
knowledge of, and attitudes towards HPV infection and vaccination”€2,000.  

Other awards 

 None. 

Summary of dissemination activities, 2016 

1. Data provision for CI5, EUROCIM, EUROCARE and similar projects on time and as requested. 

 Cancer Incidence in Five Continents: dataset submitted to IARC in November 2016. 
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 CONCORD 3: dataset submitted in October 2016. 

 SurvMark2 (International Cancer Benchmarking Partnership): dataset prepared October 2016, submission 
deferred to 2017 pending receipt of data transfer agreement from IARC. 

 Incidence figures were updated to 2014 in December for the cancer strategy report being prepared by the 
Department of Health. 

2. Papers submitted in 2016 and published/in press by 31/12/2016 on which National Cancer Registry staff 
member was first or last/senior author: 15 (of total 25 papers with any NCR author, submitted & first 
published/in press in 2016)  

3. Number of papers submitted in 2016 and under review at 31/12/2016 on which NCR staff member was first 
or last/senior author: 2 (of total 6 papers with Any NCR author) 

4. Total papers first published in 2016 on which NCR staff member was a named author: 31 (of which 6 were 
submitted in 2014 or 2015). 

5. Oral and poster presentations at national and international conferences. 6 [plus 3 invited presentations] 
6. Number of grant/funding applications made in 2016: 2 (HRB Summer Studentship for 2017, EC Joint Action on 

Rare Cancer for 2016-2019). 
7. Queries:  

At least 382 queries dealt with in 2016. 

8. Reports 

 Number of full reports published in 2016: 2 (annual statistical report and cancer inequalities report). 

 Number of short reports published in 2016: 3 (trends reports). 
9. Press release and/or website news item:  

 Total number of news items in 2016: 36. At least one tweet per news item was made. 

 Number of press releases in 2016: 5 (including 4 for reports and 1 re appointment of new Director). 
10. Registry website:  

 Updated cancer incidence figures (1994-2013) added in January. 

 The data request form and downloadable dataset were updated (to 2013 cases) in February. 

 Online maps of cancer incidence updated to 2013 in March. 

 The level of detail (small case-counts and county-level detail) available through the website was reviewed 
and reduced in October. 

 

Full and short reports published in 2016 

Full reports published 2016 

1. Cancer inequalities in Ireland by deprivation, urban/rural status and age: a report by the National Cancer 

Registry. National Cancer Registry, Cork, 2016 (Walsh PM, McDevitt J, Deady S, O’Brien K, Comber H) 

2. Cancer in Ireland 1994-2014: Annual report of the National Cancer Registry. National Cancer Registry, Cork, 

2016 (McDevitt J, Walsh PM) 

Cancer trends short reports published 2016 

1. Breast cancer (McDevitt J).  

2. Prostate cancer (O’Brien K). 

3. Primary liver cancer (Deady S). 

http://www.ncri.ie/publications/statistical-reports/cancer-ireland-1994-2011-annual-report-national-cancer-registry
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PAPERS WITH REGISTRY AUTHORS PUBLISHED OR IN PRESS AT 31/12/2016 

1. Ali H, Sinnott S-J, Corcoran P, Deady S, Sharp L, Kabir Z. Oral cancer incidence and survival rates in the 
Republic of Ireland, 1994-2009. BMC Cancer. 2016. 

2. Balfe M, Butow P, O'Sullivan E, Gooberman-Hill R, Timmons A, Sharp L. The financial impact of head and 
neck cancer caregiving: a qualitative study Psychooncology. 2016 Feb 2. [Epub ahead of print]. 

3. Balfe M, Keohane K, O’Brien K M, Sharp L. Social networks, social support and social negativity: A 
qualitative study of head and neck cancer caregivers’ experiences. Eur J Cancer Care. 2016 Dec 22. [Epub 
ahead of print]. 

4. Balfe M, O'Brien KM, Timmons A, Butow P, O'Sullivan E, Gooberman-Hill R, Sharp L. Informal caregiving in 
head and neck cancer: caregiving activities and psychological well-being. Eur J Cancer Care. 2016 Jul 11. 
[Epub ahead of print]. 

5. Balfe, M., O'Brien, K., Timmons, A., Butow, P., O'Sullivan, E., Gooberman-Hill, R., Sharp, L. What factors 
are associated with posttraumatic growth in head and neck cancer carers? Eur J Oncol Nurs. 2016;21:31-
37. 

6. Balfe M, O'Brien KM, Timmons A, Butow P. O'Sullivan E, Gooberman-Hill R, Sharp L. The unmet supportive 
care needs of long-term head and neck cancer caregivers in the extended survivorship period. J Clin Nurs. 
2016;25(11-12):1576 – 1586. 

7. Bhatt N, Deady S, Gillis A, Bertuzzi A, Fabre A, Heffernan E, Gillham C, O'Toole G, Ridgway PF. 
Epidemiological study of soft-tissue sarcomas in Ireland. Cancer Med. 2016;5(1):129-35. [Epublished 
2015.] 

8. Breugom AJ, Bastiaannet E, Boelens PG, Iversen LH, Martling A, Johansson R, Evans T, Lawton S, O'Brien 
KM, Van Eycken E, Janciauskiene R, Liefers GJ, Cervantes A, Lemmens VE, van de Velde CJ. Adjuvant 
chemotherapy and relative survival of patients with stage II colon cancer - A EURECCA international 
comparison between the Netherlands, Denmark, Sweden, England, Ireland, Belgium, and Lithuania. Eur J 
Cancer. 2016;63:110-7. 

9. Clarke N, Gallagher P, Kearney PM, McNamara D, Sharp L. Impact of gender on decisions to participate in 
faecal immunochemical test-based colorectal cancer screening: a qualitative study. Psychooncology. 2016 
Feb 18. [Epub ahead of print]. 

10. Clarke N, McNamara D, Kearney PM, O'Morain CA, Shearer N, Sharp L. The role of area-level deprivation 
and gender in participation in population-based faecal immunochemical test (FIT) colorectal cancer 
screening. Prev Med. 2016;93:198-203. 

11. Coffey L, Mooney O, Dunne S, Sharp L, Timmons A, Desmond D, O'Sullivan E, Timon C, Gooberman-Hill R, 
Gallagher P. Cancer survivors' perspectives on adjustment-focused self-management interventions: a 
qualitative meta-synthesis. J Cancer Surviv. 2016;10:1012-1034. 

12. Collins DC, Velázquez-Kennedy K, Deady S, Brady AP, Sweeney P, Power DG. National incidence, 
management and survival of urachal carcinoma. Rare Tumors. 2016;8(3):6257. 

13. Comber H, De Camargo Cancela M, Haase T, Johnson H, Sharp L, Pratschke J. Affluence and private health 
insurance influence treatment and survival in son-Hodgkin's lymphoma. PLOS ONE. 
2016;11(12):e0168684. 

14. Comber H, Sharp L, de Camargo Cancela M, Haase T, Johnson H, Pratschke J. Causes and outcomes of 
emergency presentation of rectal cancer. Int J Cancer. 2016. 

15. Drummond FJ, O'Leary E, Gavin A, Kinnear H, Sharp L. Mode of prostate cancer detection is associated 
with the psychological wellbeing of survivors: results from the PiCTure study. Support Care Cancer. 
2016;24(5):2297-307. 

16. Gaynor C, Iqbal M, Comber H, Deady S, McCormick A. Improving prognosis for patients with 
hepatocellular carcinoma in Ireland 1994-2008. Eur J Gastroenterol Hepatol. 2016 Nov 9. [Epub ahead of 
print]. 
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17. Gogarty DS, Lennon P, Deady S, Barry O'Sullivan J, McArdle O, Leader M, Sheahan P, O'Neill JP. Variation 
in treatment and outcome in the early stage oral cavity squamous cell carcinoma. Eur Arch 
Otorhinolaryngol. 2016 Sep 9. [Epub ahead of print]. 

18. Hanly P, Maguire R, Balfe M, Hyland P, Timmons A, O'Sullivan E, Butow P, Sharp L. Burden and happiness 
in head and neck cancer carers: the role of supportive care needs. Support Care Cancer. 
2016;24(10):4283-91. 

19. Lennon P, Deady S, Healy ML, Toner M, Kinsella J, Timon CI, O'Neill JP. Anaplastic thyroid carcinoma: 
Failure of conventional therapy but hope of targeted therapy. Head & Neck. 2016 Feb 18. [Epub ahead of 
print]. 

20. Lennon P, Deady S, White N, Lambert D, Healy ML, Green A, Kinsella J, Timon C, O’Neill JP. Aggressive 
medullary thyroid cancer, an analysis of the Irish National Cancer Registry. Ir J Med Sci. 2016 Sep 9. [Epub 
ahead of print]. 

21. McDevitt J, Comber H, Walsh PM. Colorectal cancer incidence and survival by sub-site and stage of 
diagnosis: a population-based study at the advent of national screening. Ir J Med Sci. 2016 Nov 1. [Epub 
ahead of print]. 

22. McDevitt J, de Camargo Cancela M, Kelly M, Comber H, Sharp L. Tracheostomy and infection prolong 
length of stay in hospital after surgery for head and neck cancer: a population based study. Oral Surg Oral 
Med Oral Pathol Oral Radio. 2016;121(1):22-28.e1. [Epublished 2015.] 

23. O’Brien K M, Timmons A, Butow P, Gooberman-Hill R, O’Sullivan E, Balfe M, Sharp L. Associations between 
neighbourhood support and financial burden with unmet needs of head and neck cancer survivors. Oral 
Oncology. 2016 Dec 28. [Epub ahead of print]. 

24. O'Connor M, Gallagher P, Waller J, Martin CM, O'Leary JJ, Sharp L; Irish Cervical Screening Research 
Consortium (CERVIVA). Adverse psychological outcomes following colposcopy and related procedures: a 
systematic review. BJOG. 2016;123(1):24-38. [Submitted 2014, Epublished 2015.] 

25. O'Connor M, O'Leary E, Waller J, Gallagher P, D'arcy T, Flannelly G, Martin CM, McRae J, Prendiville W, 
Ruttle C, White C, Pilkington L, O'Leary JJ, Sharp L; Irish Cervical Screening Research Consortium 
(CERVIVA). Trends in, and predictors of, anxiety and specific worries following colposcopy: a 12-month 
longitudinal study. Psychooncology. 2016;25(5):597-604. [Epublished 2015.] 

26. O'Connor M, Waller J, Gallagher P, Martin CM, JO'Leary J, D'Arcy T, Prendiville W, Flannelly G, Sharp L. 
Exploring women's sensory experiences of undergoing colposcopy and related procedures: implications 
for preparatory sensory information provision. J Psychosom Obstet Gynaecol. 2016 Jul 6. [Epub ahead of 
print]. 

27. O'Regan JA, Prendeville S, McCaughan JA, Traynor C, O'Brien FJ, Ward FL, O'Donovan D, Kennedy C, 
Berzan E, Kinsella S, Williams Y, O'Kelly P, Deady S, Comber H, Leader M, Conlon P. Posttransplant 
lymphoproliferative disorders in Irish renal transplant recipients: insights from a national observational 
Study. Transplantation. 2016 Sep 9. [Epub ahead of print]. 

28. Pearce A, Bradley C, Hanly P, O'Neill C, Thomas AA, Molcho M, Sharp L. Projecting productivity losses for 
cancer-related mortality 2011 – 2030 BMC Cancer. 2016;16(1):804. 

29. Pratschke J, Haase T, Comber H, Sharp L, de Camargo Cancela M, Johnson H. Mechanisms and mediation 
in survival analysis: towards an integrated analytical framework. BMC Gastroenterol. 2016;16(1):27. 

30. Sharp L, O'Leary E, Kinnear H, Gavin A, Drummond FJ. Cancer-related symptoms predict psychological 
wellbeing among prostate cancer survivors: results from the PiCTure study. Psychooncology. 
2016;25(3):282-91. [Submitted 2014, Epublished 2015.] 

31. Sharp L, Timmons A. Pre-diagnosis employment status and financial circumstances predict cancer-related 
financial stress and strain among breast and prostate cancer survivors. Support Care Cancer. 
2016;24(2):699-709. [Submitted 2014, Epublished 2015.] 

Invited conference/meeting presentations made by Registry staff 
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1. O’Brien K. Cancer registry methodologies. School of Statistics, University College Dublin, 9th November 
2016. 

2. Walsh PM. Cancer in the older Irish population. 2nd Irish Geriatric Oncology Meeting, Dublin, 9th April 
2016. 

3. Walsh PM, McDevitt J, Deady S, O’Brien K, Comber H. Cancer inequalities in Ireland by deprivation, 
urban/rural status and age. National Cancer Control Programme, Dublin, 9th May 2016. 

Oral presentations or oral poster presentations made by Registry staff 

1. Brown C, Barron T I. Caution in time-to-event models where a pre-event state modifies time-varying 
exposure. 2nd Annual Conference of the SPHeRE Network, Royal College of Surgeons, Dublin, 29th 
February 2016. 

2. O’Brien K. Characteristics of screen-detected breast cancers. Conference on Applied Statistics in Ireland, 
University of Limerick, 16th-18th May 2016. 

3. O'Connor M, O'Brien K, Waller J, Gallagher O, D'Arcy T, Flannelly G, Martin CM, Prendiville W, O'Leary JJ, 
Sharp L. Physical after‐effects of colposcopy and their interrelationships with psychological distress: a 
longitudinal study. 18th International Psycho Oncology Society Congress, Dublin, 17th-21st October 2016. 

4. O'Connor M, Waller J, Gallagher P, Martin C, O'Leary J, Sharp L. Development of a theory-based 
intervention to alleviate psychological distress of follow-up procedures for cervical abnormalities. UK 
Society for Behavioural Medicine 12th Annual Scientific Meeting, Cardiff, 1st-2nd December 2016.  

Poster presentations made by Registry staff 

1. O'Connor M, O'Brien K, McRae J, Martin CM, O'Leary JJ, Sharp L. What can we do to increase cervical 
cancer screening uptake among older women? Understanding the views of older women. 18th 
International Psycho Oncology Society Congress, Dublin, 17th-21st October 2016. to 21 Oct 2016 

2. Pearce AM, Watson V, Gallagher P, Timmons A, Sharp L. Pre-testing with cognitive interviews 
highlights unanticipated decision making in a DCE. Health Economics Study Group Meeting Winter 
2016, Manchester, 6th-8th January 2016. 
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Research 

Aims 

The statutory duties of the National Cancer Registry include a requirement “to promote and facilitate the use of 

the data...in approved research projects and in the planning and management of services”. This obligation has 

been discharged though making the data widely available in anonymised format, by collaborating with 

researchers outside the Registry and through the Registry’s internal research programme. As there is no academic 

research programme in cancer epidemiology at any Irish university, the use of Registry data by others has been 

quite limited and almost all research in the area has been carried out by the Registry either alone or in 

collaboration.  

The primary aim of the research programme of the Registry is to provide information which will help reduce the 

cancer burden, through understanding of  

 aetiology and risk factor prevalence;  

 stage distribution of cancer and factors affecting this, including screening; 

 patterns of care, their determining factors and results and patient experience; 

 outcomes of cancer care, including patient-reported outcomes and long-term sequelae of cancer 

(survivorship), survival and economic burden (on the health services, patients and society). 

Our current research strategy is focused on three central themes – descriptive epidemiology, health services 

research, and aetiological research.  

 

Our research often spans more than one of these themes and so is best described in terms of the following 

workstreams, as outlined in the diagram above: 

 Cancer incidence, treatment & mortality surveillance 
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 Cancer screening 

 Cancer survival 

 Cancer survivorship 

 Health economics of cancer 

 Patterns, determinants & experiences of cancer treatment 

 Pharmacoepidemiology 

 Risk factors for cancer development 

Research projects 

A core aim of the National Cancer Registry, Ireland is to promote and facilitate the use of our data in research and 

in the planning and management of cancer services in Ireland. In addition, we have research interests and 

expertise in a broad range of cancer-related topics outside of the use of cancer registration data. As such we have 

developed a diverse portfolio of research projects, many of which involve collaboration both within and outside 

the National Cancer Registry. Our current research strategy is focused on three central themes – descriptive 

epidemiology, health services research, and aetiological research. 

Our research often spans more than one of these themes and so is best described in terms of the following 

workstreams: 

• Cancer incidence, treatment & mortality surveillance 

• Cancer screening 

• Cancer survival 

• Cancer survivorship 

• Health economics of cancer 

• Patterns, determinants & experiences of cancer treatment 

• Pharmacoepidemiology 

 Risk factors for cancer development. 

A list of current projects is given below.  

Project title Research theme 

ATHENS - A Trial of HPV Education and Support Health services research 

Breast cancer subtypes: a comparison of cancers that are screen-

detected, intervals, and in non-attenders 

Descriptive epidemiology, 

Health services research 

Cancer incidence in Irish kidney transplant recipients Descriptive epidemiology, 

Aetiological research 

Cancer incidence, treatment and mortality surveillance Descriptive epidemiology 

Cancer survival studies Descriptive epidemiology, 

Health services research 

CANWON - EU Cancer and Work Network Health services research, 

Aetiological research 
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CaPPE - Cancer Pharmacoepidemiology & Pharmacoeconomics Health services research, 

Aetiological research 

CaRE - Cancer and Return to Employment Health services research, 

Aetiological research 

CERVIVA - Irish Cervical Screening Research Consortium Health services research 

CERVIVA 2 - Irish Cervical Screening Research Consortium Health services research 

CERVIVA ICE - Irish Cervical Screening Research Consortium Health services research 

CERVIVA ICE II – From episodic care to disease prevention and 

management: Developing analytical skills and interdisciplinary 

learning from the case of HPV related cancers 

Health services research 

Challenges in cancer survivorship - costs, inequalities and post-

treatment follow-up (ICE Project) 

Health services research, 

Aetiological research 

Childhood and adolescent cancer survival and incidence Descriptive epidemiology 

CONCORD-2 – international cancer survival comparisons Descriptive epidemiology 

Consistency, appropriateness and management of cancer services Descriptive epidemiology, 

Health services research 

Cost-effectiveness of PSA testing for the secondary prevention of 

prostate cancer 

Health services research 

Costs of lost productivity due to cancer-related premature mortality Health services research 

Economic impact of cancer in Ireland Health services research, 

Aetiological research 

Effect of social and spatial isolation among cancer patients on 

treatment receipt and survival 

Descriptive epidemiology 

Effects of pharmacological exposure on Ovarian Cancer Health services research, 

Aetiological research 

EU Pancreas - An integrated European platform for pancreas cancer 

research 

Aetiological research 

Excess burden of cancer in men in Ireland 1994-2008 Descriptive epidemiology, 

Health services research 

Factors associated with participation in colorectal cancer screening Health services research 

Financial impact of a cancer diagnosis Health services research, 

Aetiological research 

FINBAR - Factors INfluencing the Barrett's/Adenocarcinoma 

Relationship 

Aetiological research 

Geographical studies Descriptive epidemiology 

Hospital length-of-stay after cancer surgery Descriptive epidemiology, 

Health services research 

International comparisons of breast cancer treatment and survival Descriptive epidemiology, 

Health services research 

PanCAM - Pancreatic Cancer Aetiology & Management Health services research, 

Aetiological research 
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PiCTure - Prostate Cancer Treatment: the effect on health-related 

quality-of-life and other patient-reported outcomes 

Health services research, 

Aetiological research 

PiCTure 2 - Men's experiences of prostate cancer care in Ireland Health services research 

Smoking & survival in cancer Descriptive epidemiology, 

Health services research 

SuN study - supportive care needs of survivors of head & neck cancer Health services research, 

Aetiological research 

SuN Study 2 - supportive care needs of informal carers of survivors of 

head & neck cancer 

Health services research, 

Aetiological research 

TReat - Treatment Receipt in Elderly women diagnosed with cancer Descriptive epidemiology, 

Health services research 

Grant/funding applications submitted in 2015 

Applications made in 2015 for which final decision was pending at year end 

Drummond F, O’Brien K et al. Investigation of the feasibility of screening for psychological distress ‘the sixth vital 

sign in cancer care’ among men with prostate cancer; Towards improved cancer care and survivorship. Health 

Research Board Health Research Awards 2015. [Unsuccessful.] 
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STRATEGIC PLANNING 2013-2016 

Background 

With the appointment of a new National Cancer Registry Board, and the anticipated retirement of the current 

Director in 2014, the Board has decided to refresh and broaden its current strategic plan, to take into account the 

changing health services and research environment in Ireland. As part of this process the Board has carried out a 

wide consultation, including a survey of the views of a range of key bodies and individuals on the current and 

future role of the Registry.  

Some key elements to emerge from this consultation were: 

 Clinicians should have a greater role in advising the Registry, for instance though the establishment of an 

Advisory Committee. 

 The Registry should have more engagement with clinicians and the public.  

 The Registry should retain its autonomy as far as possible. 

 Data collection and availability should be more timely. 

 Registration of cancer should be mandatory. 

 The routine dataset should be expanded to include, for instance, family history and risk factors. 

 The Registry should attempt to provide follow-up information on patients. 

 Data should be made as widely available as possible. 

 Research using both registration data and additional data should be encouraged. 

 

The following 3 year statement of strategy was agreed by the Board in December 2013. 

Statement of strategy 2013-2016 

Aims 

1. To collect accurate, timely and comprehensive data through cancer registration and related research 
activities. 

2. To disseminate data and the results of analysis in a relevant and comprehensive manner. 

Challenges 

The Board identified a number of key strategic challenges for the Registry. 

1. To identify the optimum setting for the Registry at a time of reorganisation and reform of public and 

health services. 

2. To maintain and improve the quality of data and research output from the Registry at a time of change 

and financial restrictions within the health services. 

3. To make the Registry more relevant to service planning and clinical practice to the ultimate benefit of 

cancer patients. 
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Strategic Objectives 

The Board has agreed a number of strategic objectives related to these challenges 

1. Optimum setting for the Registry  

a. Any arrangements should be sustainable and must allow the Registry to remain independent in its 

reporting of data. 

b. In consultation with the Minister for Health, his officials, management of the HSE and others, to 

agree a long-term configuration and governance arrangement for the Registry. These might 

include continuing as an autonomous agency of the Department of Health, integration with the 

Department of Health, integration with a health intelligence or public health agency, merging with 

the National Cancer Control Progamme or an academic partnership. 

c. To explore the possibilities of closer links with academic bodies within Ireland with a view to 

developing closer collaborations in research, data analysis and methodology, as well as enhancing 

the career possibilities of Registry researchers. 

2. Maintain and improve the quality of data and research output from the Registry  

a. Build partnerships and capacity in health intelligence and cancer services research. 

b. Increase the level of engagement with registries and other bodies in the rest of Europe and 

beyond. 

c. Encourage wide participation and collaboration in research. 

d. Keep the Registry at the forefront of registration and research development internationally. 

e. Explore the potential of closer academic integration, while avoiding identification with any single 

academic institution. 

3. Make the Registry more relevant to service planning and clinical practice 
a. Establish processes of regular and effective engagement with clinicians and hospital groups to 

determine how the Registry might assist them, and they the Registry. 

b. Provide regular outputs. 

c. Explore methods of collecting data in a more timely way. 

d. Examine the feasibility of extending the Registry dataset, particularly with regard to follow-up 

data. 

e. Increase the visibility of the Registry and registration data to the public, to clinicians and in 

supporting planning, monitoring and evaluation of services.  

f. Work toward greater availability and sharing of data across the cancer services and reduction of 

duplication in data collection and reporting. 

g. Enhance public awareness of the Registry and its work.  

Strategic Actions 

1. Optimum setting for the Registry  

a. Initiate discussions with key individuals on the future of the Registry 

b. Appoint a new Registry Director with the skills and experience to lead and develop the Registry 

through this transitional phase and maximise the opportunities arising from any reconfiguration. 

c. To initiate discussions with academic bodies within Ireland on the potential for collaboration at 

various levels, including shared posts, shared facilities and collaborative research programmes. 
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2. Maintain and improve the quality of data and research output from the Registry  

a. Establish a cancer information committee in each hospital group to explore more efficient access 

to data and use of resources locally. 

b. Advocate for the Health Information Bill and for cancer registration to be made mandatory. 

c. Work with  

 hospital and HSE IT to increase the availability and quality of electronic data from 

histopathology, oncology, radiotherapy and similar systems; 

 ESRI to improve access to HIPE data; 

 private health insurers to provide claims data. 

d. Enhance the Registry website to improve access to data. 

e. Increase the output of peer-reviewed papers. 

f. Encourage attendance of Registry staff to present research and analysis at clinical conferences. 

g. Work with academic and research institution to develop collaborative research both in Ireland 

and abroad. 

3. Make the Registry more relevant to service planning and clinical practice 
a. Establish a Clinical Advisory Group, in collaboration with the National Cancer Control Programme, 

to explore areas of mutual interest with the cancer clinical community, including more 

collaboration in data collection, additional data items and more focussed reporting. 

b. Consult with the Department of Health, National Cancer Control Progamme, HSE and other 

relevant bodies on the type and content of outputs they would like to have from the Registry.  

c. Develop the Registry’s capacity in health economics and service assessment. 
d. Develop capacity in data management linkage and analysis, in areas of relevance to planning, 

monitoring and evaluation of cancer services.  
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PERFORMANCE INDICATORS 

A set of performance indicators was agreed by the Board in 2010 to evaluate the success of the registry in 

attaining the objectives set out in the strategic plan. The targets were chosen to be slightly better than current 

performance in most areas. Performance on these indicators is shown below for the most recent year available. 

Indicators which did not reach the agreed target are shown in red. 

Aims 

1. To provide a suite of indicators to measure the performance of the National Cancer Registry in delivering 

on the strategic plan. 

2. To benchmark the performance of the National Cancer Registry against similar bodies. 

 

 

Registration 

Performance indicators 

  
a. Timeliness 2012 2013 

1. 50% of invasive cancers, excluding non-melanoma skin, should be registered within 3 
months of the date of incidence. 53.6% 49% 

2. 90% of invasive cancers, excluding non-melanoma skin, should be registered within 12 
months of the date of incidence.  82.9% 85.2% 

3. 90% of invasive cancers, excluding non-melanoma skin, should be closed within 24 
months of the date of incidence. 68.9% 75.6% 

b. Accuracy 

  1. Death certificate only cases should be <1% of the total of all invasive cancers, 
excluding non-melanoma skin. 0.5% 1% 

2. 90% of all invasive cancers, excluding non-melanoma skin, should be microscopically 
verified, if the case is closed. 92.4% 92.4% 

3. Cancers of ill-defined sites should be less than 3% of all invasive cancers, excluding 
non-melanoma skin. 2.0% 2.0% 
 

Research and Dissemination  

1. Provide data for CI5, EUROCIM, EUROCARE and similar projects on time and as requested 

 Cancer Strategy review – further data and analyses provided to Department of Health on 
incidence, trends, projections, prevalence, survival, staging, radiotherapy, adolescent cancers 
and cancer inequities. 
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2. Publish peer-reviewed papers in high impact journals  

(a) Submit at least 12 papers (on which an NCR staff member is first/last/senior author) for publication in 
peer-reviewed journals. 

 Papers submitted in 2016 and published/in press by 31/12/2016 on which National Cancer 
Registry staff member was first or last/senior author: 15 (of total 25 papers with NCR author, 
submitted & first published/in press in 2016). 

 Number of papers submitted in 2016 and under review at 31/12/2016 on which NCR staff 
member was first or last/senior author: 2 (of total 6 papers with any NCR author) 
 

(b) Make at least 24 oral and poster presentations at national and international conferences. 

 Number of conference presentations (invited, oral or poster) by NCR staff in 2015: 25  

3. Lead, or collaborate in, the submission of at least 4 grant/funding applications. 

 Number of grant/funding applications made in 2016: 2 (HRB Summer Studentship for 2017, EC 
Joint Action on Rare Cancers for 2016-2019). 

4. Complete 80% of queries within 2 weeks of receipt. 

 382 queries dealt with in 2016; 93% replied to within 2 weeks. 

5. Produce reports based on registry data, including: (a) four short reports on cancer trends; and 

(b) the registry annual report. 

 Number of full reports published in 2016: 2 (annual statistical report and cancer inequalities 
report). 

 Number of short reports published in 2015: 3 (trend reports) 

Administration 

1. The annual accounts and report of the Board to be produced by June 30th 

 Yes 

2. Service plan to be delivered to the Department of Health within 4 weeks of letter of allocation 

 Yes  

3. Registry expenditure to remain within assigned annual budget 

 Yes  

4. Deliver on all recommendations in internal audit reports within timeframe agreed 

 Yes. All audit recommendations were closed out within agreed timeframes. 
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OVERVIEW OF ENERGY USAGE IN 2016 

The main energy users at the National Cancer Registry are air conditioning and heating. Other uses include 

lighting, office equipment and catering. All of these are powered by electricity and there is no consumption of gas 

or fossil fuels for any purpose. It is not possible to apportion electricity consumption between these various uses, 

as they come off the same supply. 

In 2016, the National Cancer Registry consumed 75.3 MWh of energy, all electrical. 

Actions Undertaken in 2016 

In 2016 the Registry undertook a range of initiatives to improve our energy performance, including: 

 Implementing a virtualisation project in the server room, decommissioning six servers which resulted in 

large savings in energy usage; 

 Decreased use of heating and air-conditioning by judicious use of natural heating and cooling; 

 Powering down of all non-essential IT equipment when not in use. 
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