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1.   The Registry 
 

A. Background 

B. Summary of role and purpose 

C. Registry aims and objectives 

D. Overview of last year 

 

A. Background 

 

The N. Ireland Cancer Registry (NICR) was established in 1994, to provide information on 

cancers occurring in the Northern Ireland population for the purposes of research, education and 

planning of services.  Following the Review of Public Administration, in 2009 the recurrent 

funding for the registry moved from the Department of Health and Social Services (DHSS) to the 

Public Health Agency (PHA).  A contract between the PHA and Queenôs University of Belfast 

(QUB) sets out the terms by which the University agrees to establish, maintain and operate a 

register of incident cases of cancer (see appendix A).  The contract contains the option of regular 

reviews to ensure quality and to advise on direction. The last review (2008) was very favourable 

for the Registry and is available at http://www.qub.ac.uk/research-centres/nicr/  

 

The Registry which is located in QUB accommodation on the Royal Victoria Hospital site is 

supported by a Steering Group, which oversees the work of the Registry and appoints a Council.  

The Council provides a mechanism for the Registry to link with its key stakeholders annually 

(see Appendix B for membership of Steering Group and Council). 

 

The Registry facilitates the work of DHSS/PHA/Health Services and Voluntary Groups related 

to Cancer and also Queens University Belfast (see detail in Appendix C). 

 

The Registry depends on the regular acquisition of data on cancer patients from Trusts. There are 

data access agreements between the Trusts and the Registry. 

 

The Registry has strong links with service users having patient representation on the Council and 

involves patients and their representatives in the development of reports and their launch.  A 

patient information leaflet has been developed and is available in all Trusts and on the NICR 

website since 2008 (see appendix D).  The Privacy Advisory Committee for N. Ireland which 

advises on patient confidentiality has commended the registry on its work in this area. The 

Registry works closely with the local cancer charities, DHSS, the Public Health Agency and 

Trusts which are represented on the Steering Group and Council. 

 

B. Summary of role and purpose 

 

The NICR is one of 12 registries that cover the population of Britain and Ireland.  All of the 

registries use common definitions and processes.  Cancer registries are responsible for the 

collection and collation of data relating to the diagnosis and treatment of cancer and 

premalignant conditions in patients resident in a defined population.  All cancer registries share 

the same main objective; to deliver timely, comparable and high-quality cancer data.  

 

http://www.qub.ac.uk/research-centres/nicr/
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Cancer registries are responsible for data linkage, quality assurance and analysis such that 

information on cancers and premalignant diseases are fit for intelligence provision including: 

 

i. Surveillance of disease;  

 

ii.  Planning and administration of cancer related health care;  

 

iii.  Audits of cancer related health care provision and outcomes; 

 

iv. Relevant research, (approved when necessary by research ethics committees); 

 

v. Provision in a confidential setting of: Information about individuals who have suffered 

from a particular disease, condition, or who have received a particular treatment, for 

example:  

 

a. identifying individuals at high risk of future events, 

b. a clinical genetics service operated under UK Guidelines (UKACR guidelines on 

release of cancer registry data: genetic counselling enquiries, Nov 1996); 

 

vi. Investigation of alleged cancer clusters; 

 

vii.  Provision of a cancer intelligence service ï a cancer intelligence service develops the 

basic cancer registration function of recording cancer incidence, prevalence and survival 

to maximise their use.  It provides for:  

 

a. Enhanced, analysed, detailed information for planning and evaluation of services. 

b. Developing and testing of hypotheses for peer reviewed research grants and 

publications. 

c. Integration of information and systems with other cancer service providers to improve 

the services and outcomes for patients. 

d. Improving awareness of cancer via the media, relevant health promoting groups and 

health service campaigns etc. 

 

C. Registry aims and objectives  

 

i. The aim of the N. Ireland Cancer Register is to provide accurate, timely information on 

cancers occurring in the population of Northern Ireland for research, planning and 

education so that the burden of disease may be reduced and the experience of patients and 

their outcomes improved. 

 

ii.  The objectives of NICR are to: 

 

a. Collect, analyse and confidentially store accurate, timely and comprehensive data on 

cancer. 

b. Uphold patient and carer confidentiality. 
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c. Promote, facilitate and undertake research into cancer causes, prevention, treatments 

and outcomes. 

d. Facilitate planning of cancer services for prevention, diagnosis, cure and care. 

e. Undertake and assist audits of cancer treatments, services and outcomes, and 

recommend improvements in cancer services where appropriate. 

f. Provide appropriate information on cancer for ad hoc queries. 

g. Promote professional and public awareness about cancer. 

h. Publish scientific reports and papers relating to cancer. 

i. Link nationally and internationally to promote cancer registration and increase 

understanding and control of cancer. 

j. Monitor the Registryôs activities and programmes to ensure the provision of high 

quality data on cancer. 

 

D. Overview of last year 

 

The year 2010-2011 has been difficult for the Registry and its staff.  Negotiations regarding the 

contract between QUB and the PHA have been protracted with the result that there was no 

contract in place from April 2010 until January 2011.  The state of affairs resulted in most of the 

long term staff receiving letters of impending redundancy which they found distressing and 

which reduced their ability to concentrate on their work. 

 

On a brighter note, the Registry focused on grant applications to enable it to use its data and 

skills to pursue research making bids in 9 applications worth approx. £1,177,000, the registry 

was successful in 4 bids, from the UK based Prostate Cancer Charity (approx. £300,000), Centre 

for Ageing Research and Development in Ireland - CARDI (approx. £20,000), Research and 

Development Office (approx. £40,000) and Guidelines & Audit Implementation Network ï 

GAIN (approx. £30,000). 

 

The registry has had significant help from QUB staff, Colleen Spence and Niamh McElherron in 

planning the budget requirements etc. for these applications. 

 

The work of the registry has been significantly enhanced by the availability of additional 

statisticians on secondment from the N. Ireland Statistics and Research Agency (NISRA). 

 

The registry has led N. Irelandôs application to and subsequent involvement in a major 

International Cancer Benchmarking Study of cancer survival for cancers of the lung, colon and 

rectum, ovary and breast. This five part study involving 14 jurisdictions in 8 countries will 

document survival differences, study population awareness of cancer, survey primary care 

physicians and patients regarding delays and undertake a detailed high resolution study of cases.  

It has already resulted in a major publication in the lancet, (See Appendix E for further details). 

 

The Registry gained ethical approval for Northern Ireland Cancer Registry Databases (Ref 

10/NIC02/53) in October 2010. 

 

The Registry launched 3 reports on Cancer Care for Patients with lung, prostate and breast 

cancer. 
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9 peer reviewed papers were published by staff funded by the Registry plus several using registry 

data.  The Registry facilitated audits of oesophageal and stomach cancer treatment. 

 

The Registry auctioned and reported on 300 requests for information from a wide range of 

sources.  We had two successful planning days. 

 

iii.  Goals for the next three years 

 

The overall goal is to continue to produce high quality data, provide a cancer intelligence 

service for Northern Ireland and undertake internationally recognised research.  This will 

be achieved by the following work programmes. 

 

A. Improve Registry data 

 

1. To improve data timeliness from 18 months to 12 months by March 2011, 6 months 

by December 2011 by: 

 

i. Restructuring the acquisition of data by using CaPPS as primary data 

course. 

ii.  Increasing the frequency of pathology downloads. 

iii.  Using BSO as the first source of death data. 

iv. Using Patient Administration System (PAS) records as a final check. 

 

2. Improving the staging data available on each patient by working with Trusts to 

improve the recording of accurate cancer staging on CaPPS.  Providing additional 

resources from within the registry budget to stage cancers. 

 

3. Seeking to add co-morbidity data to the patient dataset by: 

 

i. Examining the feasibility of extracting such data from the Patient 

Administration System (PAS) and evaluating the quality. 

ii.  Exploring linking with GP data to extract such data. 

iii.  Seeking to achieve prescribing data related to each patient for relevant 

major drug categories.  
 

4. To improve data accuracy and quality by:  

 

Supporting the further development and integration of the new Cancer Patient 

Pathway System (CaPPS) into Multidisciplinary Cancer Teams (MDT) within the 

health service by: 

 

i. Continuing to work with the Directorate of Information Systems (DIS), 

Trusts and Health and Social Care Board (HSCB) (previously Service 

Delivery Unit (SDU) of DHSS) to improve the IT system and datasets 

used by clinicians. 
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ii.  Evaluating the quality of CaPPS data and feeding this back to Trusts and 

the Health and Social care Board for NI (HSCB). 

iii.  Acquiring treatment data from Northern Ireland Radiotherapy System and 

the Clinical Oncology Information System (COIS). 

iv. Data mining to improve the efficiency of data abstraction from text 

reports, for example, the extraction of data on Gleason scores from 

prostate cancer pathology reports. 

 

5. Working with clinicians to provide feedback on patient outcomes and so promote 

more accurate data recording while also providing an independent data check for 

identifying any anomalies in the cancer registry datasets 

 

 

B. To enhance the research outputs of the Registry by: 
 

1. Ensuring a high quality dataset of cancers in N. Ireland. 

 

2. Building up a team of biostatisticians/epidemiological researchers. 

 

3. Applying for research grants. 

 

4. Focusing on preparation of papers for peer review in high impact journals. 

 

5. Networking nationally and internationally. 

 

6. Continuing to focus on the development and quality of unique datasets e.g. Prostate 

Specific Antigen, Barrettôs oesophagus, Colorectal adenomas. 

 

7. Providing  new health economic information on cancer services by: 

 

i. Working with local health economists to produce peer reviewed 

publications. 

ii.  Networking with economists from the National Cancer Institute (NCI) and 

supporting the Health Economic Fellowship students with relevant data.  

 

8. Contributing to the International Benchmarking Partnership which aims to determine 

the reasons behind international differences in cancer survival (See appendix E for 

details). 

 

9. Ensuring the Registry provides value for money by monitoring costs and proactive 

planning and management. 
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2. Analysis of Registry 
 

A. Strengths 

B. Weaknesses 

C. Opportunities 

D. Threats 

 

A. Strengths 

 

i. Skilled staff 
 

The Registry has a small , highly skilled team in cancer registration and cancer 

epidemiology, which covers the administration of the Registry, data collection, data 

quality, IT, statistical analysis, report and peer review paper production, research and 

liaison with health services.  

 

ii.  High Data Quality 
 

The Registry is recognised internationally for the quality of its data having been included 

in Cancer Incidence in V continents and in EUROCARE IV.  It meets the standards for 

data quality as defined by the UK Association of Cancer Registries.  Regular disease-

specific audits provide the Registry with some of the most comprehensive high resolution 

data on cancers in the UK and beyond.  A cancer staging tool has been developed, and 

integrated into Cancer Patient Pathway System (CaPPS).  The tool has also been shared 

with other UK cancer registries and is being used by many of them.  Text based pattern 

matching techniques have enabled the easy retrieval of staging data from pathology 

reports, including Gleason scores for prostate cancer and Clarke and Breslow values for 

melanomas. 

 

iii.  Data Security  
 

The Registry has strict protocols on patient confidentiality, these are available at 

www.qub.ac.uk/nicr  

  

iv. Proactive approach to new  data acquisition 
 

The Registry is proactive and innovative in its use of electronic data sources to enhance 

the quality and completeness of the NICR database.  This is further exemplified by the 

development of electronic database tools, including the tumour-staging tool and the 

CaPPS databases for MDTs and Cancer Waits which have been rolled out to the cancer 

community in Northern Ireland.  This has enhanced the timeliness of cancer data for N. 

Ireland so now the registry has real time access to data on cancer patients.  This work was 

recognised by the projectôs receipt of the Northern Ireland Innovation in Oncology Award 

2007.   

http://www.qub.ac.uk/nicr
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v.  Data Access Agreements 

 

Following amalgamation of the thirteen Health Service Trusts to five, the NICR has 

forged active working relationships with the new Trusts, and has signed Service Level 

Agreements with each of them to facilitate data access. 

 

vi. Unique Datasets 

 

NICR has established unique disease databases such as Barrettôs Oesophagus, melanoma 

and PSA, a colorectal polyp register is currently being established.  International links 

and research opportunities have been forged as a result of these databases and a healthy 

research programme has been pursued based on this resource within the registry and by 

the Cancer Epidemiology Health Services Research Group (CEHSRG), in Queenôs 

University Belfast. 

 

vii.  Governance 
 

The Registry has strong governance arrangements, financial and managerial, supported 

by a well established proactive approach to securing additional funding, this was 

acknowledged in the Peer Review of the Registry.  The Registry gained ethical approval 

for Northern Ireland Cancer Registry Databases (Ref 10/NIC02/53) in October 2010 

which will need renewed in 5 years time. 

 

a. Management  

The Registry is accountable to the Steering Group and liaises with key 

stakeholders via the Council. 

 

b. Accounting 

Finance is monitored through the QUB accounting system with major expenditure 

subject to the PHA audit process. 

 

c. Personnel procedures 

Strict procedures regarding staffing and personnel procedures, as laid out by QUB 

personnel, are followed. 

  

viii.  Stakeholder engagement  
 

There is a high level of engagement with a wide range of stakeholders, such as clinicians, 

cancer charities, the local media, The Northern Ireland Cancer Network NICaN, patients 

and the wider health community.  This has facilitated the dissemination of information 

and reports into the public domain, producing 300 information requests in 2010.  
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ix. Linking with Patients  
 

The Registry, in conjunction with DHSS, produced a patient information leaflet in 2008 

óAbout Cancer Registration: A leaflet for patientsô (Appendix D) regarding the work of 

the Registry and how patient data is handled.  This has been widely distributed to the 

Cancer Centre, Cancer Units and Cancer Charities, and fits with the recommendations of 

the N. Ireland Privacy Advisory Committee.  The Registry has worked with patients and 

patient groups in the preparation of reports and their launch. Patients are represented on 

the Registry Council. 

 

x.  Outputs 

 

The Registry has produced an extensive and wide range of outputs using its data, through 

audit and epidemiological reports, peer reviewed publications and international research 

collaborations (see Appendix F).  The findings of the audit reports which are available on 

the Registry website have been distributed to clinicians via the Northern Ireland Cancer 

Network (NICaN). These reports have helped influence improvements in local cancer 

services for the benefit of patients. The range, volume and role of these outputs was 

acknowledged by the recent Registry review.  

 

xi. International work  

 

NICR has international recognition through its involvement in: 

 

a. EUROCOURSE ï a European community funded ERANET project exploring ways 

to link and integrate national/regional programmes aimed at supporting cancer 

registries and research carried out using Registry data while at the same time seeking 

to optimize the use of cancer registration data for the amelioration of cancer control 

and the strengthening of population-based cancer research in Europe (See website 

http://www.eurocourse.org/  

b. EUROCARE ï a pan-European project comparing cancer survival, 

c. EUROCHIP ï a pan-European project on cancer health indicators, 

d. ENCR ï the European Network of Cancer Registries, 

e. IARC- the International Association for Research on Cancer, 

f. The Erasmus University, Rotterdam, 

g. The National Cancer Registry of Ireland, 

h. The UK National Cancer Intelligence Network (NCIN), 

i. UKACR - the United Kingdom Association of Cancer Registries, 

j. The National Cancer Institute USA via the NCI/ Ireland/ N. Ireland Consortium. 

k. The International Cancer Benchmarking Partnership examining international 

differences in cancer survival (See Appendix E). 

 

http://www.eurocourse.org/
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B. Weaknesses 

 

i. Short term Contracts for Staff   

 

While all of the Registryôs core staff are funded from the PHA annual payments, some 

are permanent staff with QUB while others are on temporary contracts. This is an 

obvious area of concern for staff. The short duration of contract and lack of long term 

stability poses difficulties for current staff while reducing the chances of recruitment of 

new staff who do not wish to leave permanent posts for short term contracts. 

 

ii.  Lack of a Legislative Framework 

 

Data acquisition is at risk as N. Ireland still does not have a legislative framework for the 

secondary use of Health Services data.  A consultation process originated by DHSS 

resulted in the establishment in 2008 of a Northern Ireland Privacy Advisory Committee 

chaired by Professor Roy McClelland.  Representation on behalf of NICR has been made 

to this committee.  This lack of legislation was highlighted as a concern in the last 

Registry review.  

 

Cancer registration is the only available source of information on cancer incidence and 

survival at population level.  Information from the cancer registry has been one of the 

major factors influencing government policy on cancer services leading to the decision to 

invest in improving the quality of care available.  It will only be possible to monitor 

progress against targets if the cancer registration system is protected by appropriate 

legislation. 

 
 

iii.  Lack of routine data on Ethnic status for patients 
 

Ethnic status is part of the minimum data set for cancer registration. Cancer rates and risk 

factors vary with ethnic status, and N. Ireland cancer rates could be affected with 

increased migration within the European Union from areas where cancer risks eg 

smoking, HPV/Hep B infection rates are higher.  Data on ethnic status is not recorded 

routinely in N. Ireland although there is a slot for the information on PAS and definitions 

have recently been agreed. The collection of such data will require cooperation of Trust 

staff who would record such data at admission. 

 

C. Opportunities 

 

i. Health and Social Care Number (HCN)  
 

Now that the recording of HCN is more complete, NICR can build on the automated data 

capture from other sources such as the Clinical Oncology Information System (COIS), 

the new Cancer Patient Pathway System (CaPPS) which records cancer MDT activity, 

and Cancer Waits thus reducing the time spent checking notes.  This has also facilitated 
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expansion of the Registryôs analysis capacity and will facilitate efforts to obtain co-

morbidity data from PAS and GP Prescribing Databases. 

 

ii.  Research  
 

There are research opportunities exploiting the high quality cancer registry data and the 

unique high resolution and pre-malignancy/PSA datasets we have established. This will 

require additional analysis resource. 

 

iii.  International Links  
 

The NICR has forged international links with many organisations including, the National 

Cancer Institute, USA, the International Agency for Research on Cancer, The Erasmus 

University in the Netherlands, the National Cancer Intelligence Network (NCIN) and the 

National Cancer Registry of Ireland. The International Cancer Benchmarking Partnership 

will provide additional international connections.  

 

iv. The Public Health Agency are a proactive organisation which seeks to deliver an 

evidence based service.  The prevention and early detection of cancer are areas of 

concern to improve cancer survival.  There may be opportunities for specific projects in 

this area. 

 

D. Threats 

 

i. Lack of legislative framework  (See weakness above) 

 

ii.  Changes to budget  
 

a. The DHSS/Public Health Agency in general have more demands for resources than it 

can fund.  The current economic climate may mean budgetary standstills or 

reductions for the NICR.  The NICR is a very efficient organisation with a high level 

of outputs for the service.  If the budget is reduced we will have to reduce some of 

our outputs. 

 

 

3. Service Analysis 
 

A. Data acquisition 

B. Quality assurance of data 

C. Maintaining IT capacity  

D. Monitoring trends  

E. Report production 

F. Information request services 

G. Genetic requests 

H. Investigation of alleged clusters 
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A. Data acquisition 

 

Since 2009, the biggest development in facilitating the Registry to secure real time data on 

cancers is the introduction of the Cancer Patient Pathway System (CaPPS) which provides an 

electronic record of the patient journey including the multidisciplinary team discussion.  In 

addition to this, the Registry receives over 100,000 notifications of cancer and registers over 

10,000 new cases of cancer annually for our population of almost 1.8 million. We also collect 

information on some pre-malignant conditions and biomarkers including Barrettôs Oesophagus, 

Bowenôs Disease, Prostate Specific Antigen tests and bowel adenomas. 

 

Data on cancer patients continues to be obtained electronically from the Patient Administration 

System (PAS), Pathology Laboratories and Death Registrations.  Annually the Registry 

processes almost 70,000 consultant episodes from PAS, more than 35,000 pathology events 

(including histopathology and cytology), over 3,500 cancer deaths and around 11,000 non-cancer 

deaths.   

 

NICR have been working with the Radiotherapy Department in the Cancer Centre and are now 

receiving an extract of radiotherapy data.  Unfortunately they do not record Health Care Number 

and so matching to the NICR database is problematic.  They are planning to add the Health and 

Care number to their records but this is unlikely to happen until 2012.  They are also involved in 

modifying their system for NATCANSAT / RT dataset for provision of standardised national 

radiotherapy data.  NICR will explore whether an extract based on this dataset may be more 

suitable for our needs. 

 

The Belfast Trust have kindly provided us with extracts of chemotherapy data for the years 2007 

and 2008 from the Clinical Oncology Information System (COIS).  It is hoped that we will be 

able to get further extracts ï both for legacy data and new registrations. Not all patients receiving 

chemotherapy will be captured in these extracts. If a patient has received their chemotherapy in 

one of the outlying units then only paper records exist.  A new regional system development is 

being planned as a replacement for COIS and also for Haematology.  The new system will 

capture chemotherapy data on all N. Ireland patients.  However, the system is only at an early 

planning stage and in the meantime Belfast Trust is planning to replace COIS.  Currently, they 

have been specifying the replacement and will soon be inviting tenders.  NICR will need to be 

involved in order to preserve our capability to verify tumour data via COIS annotation notes ï 

any replacement system will need to provide such a facility and the NICR will require access to 

it. 

 

The acquisition of data on a timely basis continues to be a priority, pathology data being 

acquired on a monthly basis and PAS on a 6 monthly basis with a 6 month delay to ensure that 

clinical coding within each of the Trusts has been finalised.  All laboratory data is now being 

received via extracts from the Lab Centre Regional Pathology System.  The textual pathology 

reports are received electronically and are integrated into the NICR registration system.  These 

are proving helpful in assisting staff to stage tumours.  PERL scripts are additionally used to 

assist in the extraction of additional data items such as Gleason score for prostate cancers. 
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NICR have been working closely with BSO-IT (formerly the Directorate of Information systems 

(DIS)) and the Trusts to achieve access to the electronic data generated by CaPPS.  This access 

has been achieved and has been extremely useful in assisting the registry in the verification of 

tumour data and in other aspects, such as staging data capture. Both COIS and CaPPS have 

proved extremely beneficial to the registry in terms of the reduction in patient charts requiring 

review.  New timeliness targets mean that the NICR will be required to publish statistics on 

cancer (such as incidence and staging) much sooner than in the past.  Our 2009 data must be 

ready by the end of March 2011 (previously it would have been July 2011).  Our 2010 data will 

be required by the end of 2011 ï only 1 year behind (previously it would have been 1.5 years).  

In order to achieve these ambitious targets, CaPPS data is seen as vital for the registry as NICR 

can produce monthly extracts from CaPPS via the Business Objects universe.  As we also get 

pathology data on a monthly basis, the hope is that these two sources will provide close to 100% 

capture.  PAS data is not as timely but will still need to be processed as it contains useful data 

(such as episode and surgical procedure data).  Therefore some changes to our methods are going 

to be required in order to meet the timeliness targets ï namely, ongoing and regular processing of 

both pathology and CaPPS data (traditionally it has been pathology processing followed by PAS 

data processing, however, as PAS data is not timely enough, CaPPS will need to be used.  It is 

therefore vital that CaPPS data is as complete and as accurate as possible in order for NICR to 

provide both timely and accurate cancer registration information in the future.  

 

An agreement with BSO-FPS (formerly CSA) is being set up to obtain more accurate 

demographic data (such as patient address, GP and death details) on a timely basis via linkage to 

the NHAIS (Exeter) system.  BSO-FPS will maintain a list of health and care numbers of 

patients registered on the NICR system.  NICR will provide quarterly updates to BSO of new 

patients registered on the NICR database.  In turn, BSO-FPS will send quarterly updates of 

demographic data for update on the NICR database.  Additionally, NICR have provided a list of 

drug categories which will be used by BSO to flag NICR patients in order to identify potential 

co-morbidities.  It is hoped that we will also be able to capture data on ethnic status and 

emigration status via this agreement.  This data will assist in linking cancer death details to 

NICR patients in a timelier manner ï currently we must wait for the General Registerôs death 

files which usually take around 9 months from year end. 

 

Finally, NICR are pursuing the capture of co-morbidity data.  Such data is recorded on CaPPS 

but is not complete.  We are hoping that the agreement with BSO-FPS (as mentioned above) will 

assist us in the capture of this information.  However, we are also pursuing other avenues (such 

as PAS data).  We have recently met with Apollo Medical Systems who have installed their 

reporting software in all GP practices in N Ireland.  Consequently, there is scope for gaining co-

morbidity data via the GP systems and this could be achieved either via direct extracts from the 

GP systems to NICR or via CaPPS if the trusts were to link to GPs using this software in order to 

populate fields on the CaPPS system.  Either way, it is likely that there would be a financial cost 

associated with such a means of capture. 

 

B. Quality assurance of data 

 

The Health and Social Care Number (HCN) is now available for over 95% of records received 

from PAS and more than 90% of pathology records.  Overall the registration database has 93% 
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completeness of HCN for cancer patients registered 96% for more recent years.  This has 

significantly improved patient record linkage and reduced the burden with regard to manual 

resolution of cases.  This in turn has reduced the need for Tumour Verification staff and through 

changes in posts within the registry has allowed investment in data analysis.  Unfortunately some 

data providers do not include HCN in their extracts (radiotherapy data from the cancer centre and 

the General Register of Deaths data).  It is hoped that these providers will include this number in 

their data sets in the future. 

 

In order to facilitate the completeness of the health and social care number the NICR has linked 

with Business Services Organisation (BSO) and DIS to improve the acquisition of HCN.  

Another extract of cases with missing HCN is to be given to DIS in an attempt to improve 

completeness of this data item even further. 

 

The accuracy of data is further enhanced by the use of this BSO matching service to validate and 

improve (a) postcode allocation  (b) records with date of death (already available but not so 

timely from the General Registrarôs office) and (c) current GP details.  

 

The Cancer Services Audit Project, in which notes for all cases of breast, cervix, colon, lung, 

oesophagus, ovary, pancreas, prostate, rectum, stomach, leukaemia/lymphoma and thyroid has 

provided high resolution data and information regarding data quality.  It will be useful as a basis 

for research while also documenting the impact of the changing cancer services, particularly on 

patient survival. 

 

C. Maintaining IT capacity 

 

Data acquisition, quality control and analysis are enhanced by having enough IT capacity. 

In March 2009, two new servers were installed and these will provide adequate capacity for the 

Registry database for the next 3-4 years.  Some PCs and laptops were purchased in 2010 to 

ensure sufficient computing power for the majority of users for the next three years.  However, 

the PCs replaced were usefully redeployed as additional machines for connecting to the HSCNI 

network via BSO-IT (formerly DIS). This has resulted in improved productivity for our six 

tumour verification officers (TVOs), as they now each have access to a machine on their desks ï 

previously they had to share 3 PCs.  NICR now have 9 PCs linked to the HSCNI network and 

through these machines, we have access to a range of healthcare applications which greatly assist 

the registry in tumour data verification tasks.  These applications include COIS Patview, CaPPS 

live system, HCN Webview and the Business Objects universe for obtaining data extracts from 

CaPPS. 

 

The NICR continues to use the PRAXIS IT system to maintain the database of cancers.  Thames, 

NYCRIS, Trent and North West Cancer Registries in England also employ this system.  

Maintenance is minimal and provided by a consortium of IT staff from each participating 

registry with support of Alan Waterhouse previously IT Manager in Trent Cancer Registry.  

Development and upgrades are supported by a commercial company (Temenos).  The cost of IT 

support is very low at £10,000-£20,000 per year. 
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In November 2010, the National Cancer Information Network in association with the UK 

Association of Cancer Registries commissioned an option appraisal process for a single national 

cancer registration system for England.  The system in operation at the Eastern Cancer 

Registration and Information Centre (ECRIC) - Oncore - was to be selected as the preferred IT 

system.  The decision has still to be ratified by the UKACR Executive in February 2011 but it is 

thought that this will be a formality.  Unfortunately this means that our English partners in the 

Praxis consortium will have to implement this new system.  This will leave NICR as the only 

registry using the PRAXIS system and thus represents a risk in terms of future support for the 

product.  Temenos (our current commercial partner) could provide support but at a significant 

cost.  Additionally, the NICR IT team have developed a high level of expertise in the PRAXIS 

application and could also provide a degree of support.  However, the PRAXIS system is a 

legacy system employing niche database technology (in the form of the Caché relational 

database management system) and it may be prudent to move to a more modern platform. 

 

The Oncore system is to be implemented as a single registration system for England.  The model 

for registration in England will change and Oncore was considered more suited to this new 

model.  Oncore will be used to process large national data feeds such as deaths and HES 

(hospital episode statistics).  The existing registries in England will process only local data feeds 

through the system (such as from local pathology labs and MDT/MDM databases) and as such 

they will link into the central Oncore system.  NICR would clearly not be linking into this model; 

however, there may be scope for NICR to adopt Oncore as a standalone system and this may 

provide benefits in terms of support. 

 

It is our intention to visit ECRIC to see Oncore in action and to perform an option appraisal to 

determine whether or not to adopt Oncore within NICR or continue using the PRAXIS system.  

Implementing a new system could have a significant detrimental impact on our attempts to 

improve data timeliness and completeness of tumour staging.  Furthermore, there may be a 

financial cost associated with acquiring Oncore.  However, Oncore is believed to have a high 

degree of automation, which of course is essential for the N Ireland model of registration and 

which PRAXIS has been providing over the past 15 years.  Oncore also employs more 

mainstream technology and therefore provides an increased pool of expertise from which to 

recruit. 

 

NICR will visit ECRIC in June 2011 to assess the suitability of the system.  An option appraisal 

will then be performed and recommendations on how to proceed will be given.  However, the 

above risks and benefits still apply, even at this early stage. 

 

D. Monitoring trends (cancer incidence, prevalence and survival in geographical areas and 

subgroups of population) 

 

This is the core analysis undertaken at NICR and has resulted in 25 Reports to date.  Linkage of 

NICR data to postcode via BSO is undertaken annually, ensuring data are up to date for 

geographical analysis.  It is planned to enhance the geographical analysis capability of the 

registry in the next year through the acquisition of relevant mapping packages and training.  

Having postcodes allocated also enables analysis of data by deprivation.  NICR are proactive in 

seeking to have data on country of origin/ethnic status recorded on PAS.  It is felt that having 
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this information is useful for analysis of population subgroups such as for evaluation of 

screening programmes.   

 

E. Report production 

 

Reports with accurate data are produced to a high standard in a format accessible to patients, 

clinicians, the media etc. This involves attention to the type of language and format of the reports 

and their distribution in paper format and on the internet. The reports were distributed to most 

health professionals throughout Northern Ireland and most Cancer Registries world-wide.  

Registry publications such as reports and their summaries, together with NICR annual 

newsletters, and policy documents are all available for download from the web page 

www.qub.ac.uk/nicr  (see Appendix F for Reports Produced). 
 

F. Information request service 

 

The NICR has provided data and information for approximately 300 requests in 2010. With the 

widespread distribution of reports and their posting on our web page, many simple data requests 

no longer come to the Registry, however requests are now more complex, with many requiring 

additional analysis from the biostatistician.  Over 98% of genetic requests in 2010 were 

completed within the recommended 10 working days and 99% of all other requests for 

information were completed within the recommended 20 working days. The requests are 

becoming more complicated and clinicians and their managers are increasingly requesting the 

registry to facilitate analysis of patient outcome by clinician or clinician group.  This required the 

continued availability within the Registry of a clinical skill familiar with registration practices 

and cancer treatments 

 

The web site provides an efficient medium for obtaining our most recent data and now includes 

cancer incidence (1993-2008), mortality (1993-2009) and 5-year survival rates (1993-2004) for 

the key cancer sites.  Pictorial representation of incidence, mortality and survival rates are 

available in graphical format and are accessed by individual cancer sites, currently via the link 

óData/OnlineStatisticsô i.e. http://www.qub.ac.uk/research-centres/nicr/Data/OnlineStatistics/  

 

The NICR is working with the UK National Cancer Intelligence Network (NCIN) of the UK 

National Cancer Research Institute to explore having local data available online in a mapping 

package. 

 

G. Genetic requests 

 

The NICR provides information to clinical genetics services throughout the UK but especially in 

Northern Ireland to enable accurate estimation of the risk of familial cancers for counselling and 

advice.  This is covered by informed consent for living patients. The number of requests for this 

type of information is expected to rise as new therapies based on familial cancer risks are 

developed.  A Cancer Genetics Service Nurse now extracts this data for Northern Ireland 

referrals only (approximately 80% of total) from the NICR database and is responsible for targets 

regarding request turnaround time for Northern Ireland requests.  This arrangement was 

commended in the recent peer review of the Registry.  

http://www.qub.ac.uk/nicr
http://www.qub.ac.uk/research-centres/nicr/Data/OnlineStatistics/
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4. Promotional Strategies 
 

A. Continue to reach the Public via reports, media and the website. 

 

B. Professionals will be reached via  

- Reports 

- Website 

- NICaN tumour specific groups 

- Ad hoc information requests 

 

C. Maintain our close links with DHSS, the Public Health Agency, NICaN, the Health and 

Social Care Board and Trusts. 

 

 

5. Resources Needed 
 

For the year 2010/11 funding for the NICR of £737,704 was provided by the PHA.  Funding for 

2011/2012 will be agreed by June 2011. 

  
A. Staffing 

B. Accommodation 

C. Equipment 

D. Heating 

E. Personnel and Financial Services 

F. Other 

 
A. Staffing (See Appendix G) 

 

For the year 2011-2012 the following restructure of staffing is proposed to meet our objectives and 

targets and to come someway to the structure proposed in the last review:- 

 

i. Director 0.6FTE from 1fte, this is to facilitate working 0.4fte with the National Cancer 

Intelligence Network until 2013, 

ii.  Administration/Secretarial ï 2fte (Grade 5, Grade 4 plus a Grade 3 funded from a 

Research Grant), 

iii.  Data Quality  

a. Regional MDM Clinician 0.8fte, core funding/grants 

b. Data Manager 1fte,  

c. Tumour Verification Officers (TVO) ï 4.8fte, 

iv. Data Outputs ï Biostatisticians (4.1fte),  

v. IT Support ï 3fte  staff, 

vi. 3 Visiting Research Fellows (voluntary).  

vii.  The Registry also supports a Research Professor within QUB (0.3fte), 
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B. Accommodation 

 

i. A general storage room within the secure Registry area was converted to office 

accommodation for two staff however accommodation is at full capacity and any 

further staff appointments will require additional accommodation. 

ii.  The visiting pathologist continues to share a small office with one of the 

biostatisticians. 

iii.  Currently the photocopier is located within the kitchen, which is not satisfactory, 

iv. The registry requires a refresh of the decor.  

 

C. Equipment ï all equipment is documented and recorded under QUB systems 

 

i. Upgrades have recently been made to the servers, several PCs and laptops.  It is 

hoped that this will be sufficient for the next two years. 

ii.  Two new printers have been purchased.  It is hoped that this will be sufficient for the 

next two years. 

iii.  Photocopier, this is rented as per QUB agreement, with the Registry meeting the bills 

from the core budget.  

 

D. Heating ï QUB meet the heating bills for the Registry 

 

E. Personnel and financial Services ï provided by QUB  

 

F. Other - met by Core funding from PHA and documented within usual QUB systems 
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6. Financial Analysis 
 

A. Core Funding - Grant from PHA 

B. Other funding 

 

All of the Registry funding is from grants, the largest of which is the recurring annual payment 

from the Public Health Agency (PHA) for the central business of running a population based 

cancer registry for N. Ireland. 

 

A. Core Funding - Grant from PHA 

 

Budget ï this is subject to a 12.5% overhead on salaries excluding Director, and one other 

member of staff  

Funding from Public 

Health Agency 

 

Funding 

2010/2011 

Funding* 

2011/2012 

Salaries  £619,151 £647,146 

Overheads £62,575 £68,000 

Non-Pay £55,978 £41,000 

Total £737,704 £756,146 

*Estimate 

 

B. Other funding  

 

In addition to the funding from PHA, the Registry has achieved the following grants: 

 

i. Guidelines & Audit Implementation Network  (GAIN)  

a. Regional Audit of Current Treatment of Gynaecological Cancer in N. Ireland 

£30,778 (1 year from 1 April  2011). 

 

ii.  Prostate Cancer Charity 

Prostate Cancer: Living with it and beyond: Does more investigation and 

treatment result in better health? £299,648 (3 years from 1 December 2010).  

 

iii.  HSC R&D Division 

a. HPV Prevalence in Cervical Cancer and Premalignant Lesions of the Cervix 

£39,330 (NICR) £149,845 (overall) (1 year from 1 January 2011). 

 

iv. Centre for Ageing Research and Development in Ireland (CARDI)  

a. Is ageing a determining factor in the treatment of men with Prostate Cancer 

£20,295 (1 year from 1 April 2010). 

 

The Registry proactively seeks approximately 3 grants annually. 
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7. Risk Assessment 
 

A. Legislative framework 

B. Inadequate staff resources 

C. Loss of data 

D. Loss of accommodation 

E. Loss of skilled staff 

 

A. Legislative framework 

 

Work of NICR could cease if challenged.  The lack of a legal framework for the secondary use 

of data in N. Ireland is currently an area for concern. 

 

Cancer registration is the only available source of information on cancer incidence and survival 

at population level.  Information from the cancer registry has been one of the major factors 

influencing government policy on cancer services and leading to the decision to invest in 

improving the quality of care available.  It will only be possible to monitor progress against 

targets if the cancer registration system is protected by appropriate legislation. 

 

The Registry requires identifiable data because of the need to link data from many different 

sources over long periods of time and to provide data for the clinical genetic service.  Patients 

can be reassured that the Registry adheres to strict confidentiality protocols.  A copy of the 

Policy on Data Security is available on the web at www.qub.ac.uk/nicr. 

 

Experience from other European countries has shown that requiring informed consent for cancer 

registration does not work and leads to an unquantifiable loss of information.  This is not because 

many patients refuse to allow their data to be transferred (although some do and those who refuse 

may be different from other cancer patients in ways which might, for example, influence survival 

rates).  The main problem is that many patients are never asked for consent.  Doctors are 

reluctant to burden patients with the request at an already stressful time and the default position 

is to block the transfer of data if consent is not recorded.  The resulting loss of information 

makes comparisons over time or between different geographical areas impossible.  If this 

happens we will be unable to reliably monitor trends in cancer survival, evaluate the 

effectiveness of cancer screening programmes, investigate alleged cancer clusters or assess 

cancer risks in the population.  

 

Legislation to make cancer and premalignant conditions notifiable diseases is the only sure way 

to ensure no interruption in the supply of data and to enable the answering of basic questions 

concerning disease clusters, the impact of service change and new treatments, monitoring the 

investment on cancer care and investigating the aetiologies of cancers. 

 

Northern Ireland has a chance to ensure this valuable database survives.  It is time for cancer 

registration and other data collection for public health purposes to be made statutory. 

 

It is essential that legislation covering cancer registration locally is passed as a matter of urgency 

if our cancer registration system is to be preserved for the benefit of current and future cancer 

http://www.qub.ac.uk/nicr
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patients.  Despite numerous meetings with relevant people from DHSS and the Privacy Advisory 

Committee there has been no progress on this issue. 

 

B. Staffing 

 

The Registry is increasingly becoming a cancer intelligence service while also working with key 

organisations to improve services for patients.  The short duration (annual) of the contract for the 

Registry between the Public Health Agency and QUB means that within current QUB guidelines 

that staff may only be recruited for 2 years in the first instance.  This and the recent delays in 

signing a contract has meant the NICR has not been able to recruit statisticians and relies on 

secondments of staff from NISRA to fill these posts.  While these staff are highly skilled and 

committed to the Registry the current arrangements do not represent value for money.  The staff 

chart is identified in Appendix G.   

 

C. Loss of data 

 

The Registry has a contingency plan which has been based around the HPSS Model Contingency 

Plan.  This provides a framework for recovery of data and provision of premises in the event of a 

major catastrophe. Currently, all laptops and desktops storing sensitive data are accessible using 

a combination of password and biometric authentication layers and all hard drives are fully 

encrypted using the TrueCrypt software.  Sandisk Cruzer USB pen drives with sophisticated 

hardware-based encryption are used by staff to secure sensitive data both within NICR and 

externally.  The main Registry server containing the registration database (PRAXIS) and all user 

accounts and files is backed up weekly with copies held in a fireproof safe within the Registry 

and off-site in a local bankôs safety deposit box.  Files which have been modified on the NICR 

network are also backed up incrementally on a daily basis.  Furthermore, any files on laptops 

which have been modified on a daily basis are also backed up to encrypted devices.  In the event 

of loss of data, basic procedures have been specified within the contingency plan to enable 

recovery. 

 

D. Loss of accommodation 

 

This is covered under the NICR Disaster Plan and Business Continuity Plan required under the 

QUB Emergency Planning and Business Continuity process.  Essentially the NICR must be 

provided with suitable temporary accommodation to enable the NICR to function.  It has been 

specified that the minimum accommodation requirements must provide capacity for at least 15 

staff members to cover the main elements of the NICR function ï such as, IT support, research 

and analytical staff, data collection staff and finance and administration.  Additionally, suitable 

infrastructure and space for 2 servers and a communications cabinet has been specified in the 

plan.  Suitable electrical, heating and other essential services have also been identified. 

 

E. Loss of skilled staff 

 

This is a major risk for a small organisation with highly skilled staff working in specialised 

areas. Staff in areas such as IT, share expertise through knowledge transfer in an attempt to 
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mitigate the risk of loss.  The current inability of Registry staff to achieve permanent contracts 

within QUB is a serious risk to retaining staff and recruitment of new staff. 

  

 

8. Monitoring and Evaluation Strategy 
 

A. The NICR data timeliness and data quality are monitored annually by the instrument 

common to all UK Cancer Registries, the Annual Quality Assurance Report. This overview 

reports key data quality indicators, such as number of registrations, percentage Death 

Certificate Only registrations, number of cancers with staging information, microscopic 

verification etc and changes in data from previous years. This allows comparison with other 

UK registries (See http://www.ukacr.org/ for the QA Report 2008 and Appendix H).  New 

targets for staging and timeliness have been introduced. 

 

B. Finance is monitored via the QUB financial system. 

 

C. Reports produced have an evaluation form enclosed.  All clients have access to feedback and 

evaluate services.  

 

D. The NICR has regular Managerial/ Steering Group meetings that are more than the standard 

required for cancer registries in the UK. 

 

E. The NICR has annual Council Meetings which provide a forum to link with key stakeholders. 

 

F. NICR have regular internal planning meetings whereby staff from each work area are invited 

to update others on their work and arising issues.  This has proved to be a useful forum for 

resolving/ arising issues, prioritising work and monitoring progress.  Additionally, there are 

regular meetings of all staff and for staff in a specific work area, such as data 

collection/quality, IT, statistical. 

 

G. Annual appraisals and regular meetings provide opportunities where progress is checked on 

work over the previous year, objectives for the incoming year are set and training needs are 

identified. 

http://www.ukacr.org/
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9. Detailed Targets, Timetable, Responsibilities 
 

A. Update on Targets 2010-2011 

Goal Targets Progress 

1. Further improve data 

quality 

- Undertake data checking 

exercise with General 

Practitioners by Autumn 

2010 

- Meet targets for staging, 

data timeliness (2008 data 

available 2010) 

 

 

 

 

 

 

-    Microscopic Verification 

rates to be over 80% 

except lung 70% and 

Death Certificate Only 

rates to be less than 2% 

- Staging Information 

- 75% Breast cancers 

- 70% Colorectal cancers 

- 80% Cervical cancers 

- 85% Melanoma cancers 

- A pilot indicated a very poor 

response from GPs and this did 

not go ahead. 

 

- 2008 data were available for UK 

standard monitoring by 

01/07/2010 and were on the web 

01/09/2010 

- Staging information has improved  

- 89% Breast cancers 

- 82% Colorectal cancers 

- 90% Cervical cancers 

- 95% Melanoma cancers 

- Microscopic Verification rates are 

high, at over 87% except for 

Lung which is still low at 72% 

(this is in line with other UK 

figures) 

 

2. Improve data items 

available to the Registry 

- Achieve feedback from 

50% GPs on patient co-

morbidity 

 

 

 

 

- Acquire PAS data for 

cancer patients to add co-

morbidity  

- Acquire chemotherapy 

data as far back as possible 

by summer 2010 

 

 

 

- Pilot to enhance the 

recording of staging from 

CaPPS by July 2010 

- Negotiations are in an early stage 

to receive this data electronically 

from the GP computing systems 

(we have met with Apollo 

Medical Systems who have 

reporting software installed in 

every GP practice in N Ireland). 

- This is being pursued with BSO-

IT (formerly DIS) 

 

- This has been obtained from 

COIS for 2007, 2008 and 2009 

data, however, only for patients 

registered on COIS (some sites 

only have paper records ï for 

example CAH, ANT) 

- Matching is complete ï additional 

fields have been added to enhance 

the database 
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3. Improve research output - Apply for 2 further grants 

2010-2011 

 

 

 

 

 

 

 

 

 

 

 

- Help with organisation of 

2nd  Cancer 

Epidemiology conference 

Dublin and contribute 

papers 

- Produce 6 peer reviewed 

publications 

 

- Increase national and 

international links 

-   The registry was successful in 4 

bids,  

(1) UK based Prostate Cancer 

Charity (approx. £300,000), 

(2) Centre for Ageing Research and 

Development in Ireland - CARDI 

(approx. £20,000),  

(3) Research and Development 

Office (approx. £40,000), 

(4) Guidelines & Audit 

Implementation Network ï GAIN 

(approx. £30,000). 

-   5 further bids were unsuccessful 

- 2nd annual cancer Epidemiology 

conference held in Dublin with 

150  approx delegated and 

positive feedback  

 

- 9 peer reviewed publications 

produced by registry staff plus 

others produced using registry 

data see appendix F  

- National links strengthened by 

Director working 2 days per week 

at the UK national Cancer 

Intelligence Network and staff 

acting as members of relevant 

UKACR  groups, International 

links pursued via, ENCR and 

Eurocourse Board membership of 

the Director, and involvement 

with the International Cancer 

benchmarking Project. 

4. Increase use of N. Irelandôs 
data internationally 

- Eurocare 

- Eurocim 

- International 

Benchmarking ï provide 

data Modules 1 & 5 as per 

deadlines.  Achieve 

funding and analysis of 

population awareness 

survey 

 

 

 

- ENCR (European Network 

- Data provided as required on 

time. 

- Module 1 Data provided, one 

paper produced in the lancet, 

others due in 2011 

- Module 2, (population survey) 

funding negotiations underway 

and input to planning with survey 

due to take place mid 2011 

- Input to modules 3-5 ongoing 

with various grant applications 

prepared 

- Director is active member of the 
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Cancer Registries) 

- NCIN (National Cancer 

Intelligence Network) 

- UKCIS (UK Cancer 

Information System) 

Provide updates of NICR 

registration data, test it and 

go live ï summer 2010 

(dependent on other UK 

organisations) 

- Pursue links with London 

School of Health and 

Tropical medicine 

Epidemiology unit 

Board 

- Director works two days per 

week for NCIN 

-   UKCIS (UK Cancer Information 

System) Provide 6-monthly 

updates of NICR registration data 

and test. System went live in 

summer 2010 

 

 

- Have worked with this Unit on 

the International cancer 

Benchmarking Study  

5. CaPPS Target - Facilitate use of CaPPS 

throughout NI Trusts 

- Promote achievement of 

data from CaPPS 

- CaPPS now being used in all 

Trusts. 

- Data has been uploaded to 

national lung cancer and bowel 

cancer audits  

6. Explore access to 

Prescription Data for Co-

morbidity data 

- Link BSO ï in first 

instance 

- Meeting has taken place, drug 

lists have been identified, QUB 

Knowledge Exploitation Unit 

have made some minor 

modifications to data access 

agreement (eg. to be annually 

reviewed, data to be provided 

only to NICR specifically and not 

to rest of QUB). Update to NICR 

ethical approval to include ethnic 

status and emigration status 

awaiting ratification from QUB 

so it can be appended to data 

access agreement prior to 

signature. 

7. Maintain links with NI 

Cancer Network 

- Attend 70% meetings of 

Tumour Specific Groups 

and NICaN Board 

 

- Provide information for 

NICaN 

- Invite NICaN Patient Rep 

to become member of 

NICR Council 

-  Dr Ranaghan now represents the 

registry on the steering groups, 

with the director attending the 

Board when diary permits.  

 

 

-   Patient rep active member. 
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B. Targets 2011-2012 

Goal Targets  Action and Timescales Responsibilities 

1.  Improve 

Staging  

-    Overall level of 70% 

by end 2012 for year 

2010 with higher levels 

and  backdating for 

some sites 

- See appendix G for 

current levels and progress 

towards target  

- Attend and input to UK 

staging workshop 2011 

- Change methodology to 

accept high accuracy 

staging data routinely with 

periodic quality checks 

- Enhance use of automated 

methods of acquiring data 

from text reports 

- Use COIS, CaPPS and 

pathology reports 

reviewed 

- Data Manager 

- IT 

- TVOs 

2. Improve data 

timeliness  

-    From 18 months to 15 

months by  March 2011 

and one year by 

December 2011 with 

eventual goal of 6 

months 

-    Restructure the acquisition 

of data by using CaPPS as 

primary data course. 

-    Increase the frequency of 

pathology downloads. 

-    Use BSO as the first 

source of death data. 

-    Use Patient 

Administration System 

(PAS) records as a final 

check. 

-    IT Manager 

-    Data Manager  

3. Acquire 

comorbidity 

data  

-    Acquire from 3 

different sources                                   

-    Set up Registry subgroup 

to oversee acquisition of 

comorbidity data 

-    Link with developments in 

UK on co-morbidity 

-    Prescribing data to 

registry and linked with 

patients 

-    Patient Administration 

System data (PAS) 

available on all relevant 

patients  

-    GP system comorbidity 

data available on cancer 

patients in the registry 

database  

-    Director 

-    IT Manager 

-    Data Manager 

-    Regional MDM 

Clinician 
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4. Ensure N. 

Ireland 

participates 

fully in the 

International 

Cancer 

Benchmarking 

Exercise  

-    Achieve funding for 

Modules 2-4 

-    Named as authors in 

peer reviewed 

publications  

-    Attend regular meetings 

and conference calls 

-    Write applications for 

funding 

-    Provide relevant N. 

Ireland data 

-    Ensure relevant 

stakeholders are kept 

informed 

-    Director 

-    Data Manager 

-    Biostatisticians  

5. Provide high 

quality data 

for relevant 

international 

studies,  

 -   Eurocare, Eurocourse 

surveys 

-    Benchmarking Study 

-    Data provided within 

timescales required 

 

 

-     Data Manager  

6. Improve 

research 

outputs 

-    Produce 6  peer 

reviewed publications  

-    Apply for 3 grants  

-    PhD student for 

prostate research  

-    Enhance resources for 

paper writing 

 

 

 

-    Director 

-    Biostatisticians 

with support 

from most 

registry staff 

7. Best IT 

System for 

Registry 

-    Evaluate the Oncore 

system which will be 

used by all English 

registries 

-    Visit ECRIC to assess 

new system by June 2011  

-    Develop business case for 

NICR ï best system by 

December 2011 

-     IT Manager 

-     Director 

-     TVOs 

8. N. Ireland to 

partake in 

national audits 

-    LUCADA 

-    Upper GI 

-    DANO (Head & Neck) 

-    Urology 

-    Data extracted from 

CaPPS 

-    Data fields enhanced from 

available data sources by 

TVOs 

-    Feedback to Trusts 

-    Regional MDM 

Clinician 

-    TVOs 

9. Improve 

symptoms 

collection of 

early diagnosis 

data, 

symptoms etc. 

-    Check if IT system can 

record symptoms 

-    Asses feasibility of 

getting information 

from GP data 

-    Write symptom paper 

from existing audit data 

 -    IT 

-    Data Manager 

-    Director 

-    Biostatisticians 

 

10. Increase 

research 

output 

-    Integration of NICR 

research meeting with 

CEHSRG meeting 

-    Goal of 50% attendance -     Biostatisticians 

 

11. Legislative 

Framework for 

Cancer 

Registry 

-    Achieve Legislation -    Continue to Lobby 

-    Ensure data agreements 

with Trusts are up to date 

and relevant ï by July 

2011 

-    Director 

-    IT 
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12. Update 

available 

cancer data for 

N. Ireland 

-    Produce updated 

incidence, mortality, 

treatment, survival 

report for all cancers 

-    Data timeframe 2003-

2009 

-    Data cleaned and available 

by August 2011  

-    report available March 

2012 

-     Biostatisticians 

-     Director 

13. Maintain links 

with UK and 

Internationally 

-    Attend staging 

workshop 

-    Attend all UKACR 

subgroup and meetings 

-    Link Internationally 

-    UK Survivorship 

Project 1993-2008 

patients 

-    UKACR/NCIN Meeting 

attendance with 6 

abstracts 

-    Ensure NICR attendance 

at 90% meetings 

-    Director 

-    IT 

-    Biostatisticians 

-    Data Manager 

14. Enhance web 

page potential 

for interaction 

-    Have up to date, 

interactive webpage 

-    Provide report on current 

use 

-    Explore use of social 

networking sites. 

-    Weekly updates to website 

-    Questionnaire to 

stakeholders, to determine 

user requirements ï by 

November 2011 

-    IT Team 

-    Biostatisticians 

15. QUB to 

recognise 

ongoing nature 

of funding 

from PHA 

 -    Director to meet relevant 

QUB staff 

-    Director 

16. Increase 

efficiency of 

funding use 

-    Have NISRA 

secondees VAT free 

-    Funded directly via 

PHA 

-    Meet Finance Director, 

PHA 

-    Director 
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Appendix A: Northern Ireland Cancer Registry ï Agreement between The Public 

Health Agency and The Queenôs University of Belfast 
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