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1. The Reqistry

Background

Summary of role and purpose
Registry aims and objectives
Overview of last year

oOw>

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 purposesesdrch, education and
planning of services.Following the Review of Public Administratiprin 2009the recurrent
funding for the registry moved from tiepartmentof Health and Social ServiceBKISS to the
Public Health Agency (PHA)A contractbete en t he PHA and Queends
(QUB) sets out the terms by which the Universiigreesto establish, maintain and operate a
register of incident cases of can¢see appendix A The contract contain$e option ofregular
reviews to ensurgquality and to advise on direction. The last review (2008) wasfagnurable

for the Registry and is availablefatp://www.qub.ac.uk/researgentres/nicr/

The Registrywhich is located inQUB accommodation on the Royal Victoria Hospsék is
supported by a Steering Group, which oversees the work of the Registap@mids a Council
The Council provides a mechanism for the Registryink with its key stakeholderannually
(see Appedix B for membership of Steering Group and Council

The Registry facilitates the wio of DHSS/PHA/Health Services andbMntary Groups related
to Cancer and also Queens University Belfase detail in Appendi).

The Registry depends on the regulagaisition of data on cancer patients from Trusts. There are
data access agreements between the Trusts and the Registry.

TheRegistryhasstrong links with service users havipgtient representation on the Council and
involves patientsaand their represéativesin the development of reports and their laundh.
patient information leaflet has been developed and is available in all Bn$ten theNICR
welbsite since 2008see appendi®). The Privacy Advisory Committeefor N. Irelandwhich
advises on pgeent confidentiality has commended the registry on its workhia area.The
Registryworks closely with the local cancer charitjeBHSS, the Public Health Agen@and
Trustswhich are represented on the Steering Group and Council.

B. Summary of role and prpose

The NICR is one of 4 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 diagnosisl areatment of cancer and
premalignant conditions in patients resident in a defined population. All cancer registries share
the same main objective; to deliver timely, comparabl@ highquality cancer data.


http://www.qub.ac.uk/research-centres/nicr/

Business Plan 2012012

Cancer registries are responsible for damkage, quality assurance and analysis such that
informationon cancers and premalignant diseasedit forintelligence provisionncluding:

i. Surveillance of disease;

ii. Planning and administration of cancer related health care;

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

iv. Relevant researclapprovedvhennecessarpy research ethics committges

v. Provision in a confidential setting dinformation aboutndividuals who have suffered
from a particular disease, condition, or who haveeireed a particular treatment, for
example:

a. identifying individuals at high risk of future events,
b. a clinical genetics serviceperated under UK Guidelind®JKACR guidelines on
release of cancer registry data: genetic counselling enquiries, Nov 1996);

vi. Investigation of alleged cancer clusters;

vii. Provision of acancer intelligence service a cancer intelligence service develops the
basic cancer registration function of recording cancer incidence, prevalence and survival
to maximise their use. It providés:

a. Enhancedanalyseddetailedinformation for planning and evaluation of services.

b. Developing and testing ofhypotheses for peer reviewed research grants and
publications.

c. Integration of informatiomndsystems witfothercancer service providers 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 aimsand objectives

i. The aim of theN. Ireland Cancer Registés to provide accuratg¢imely 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 objectivesof NICR are to:
a. Collect, analyse andonfidentially store accuratéimely 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 ofancer 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 gslerie

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.

. Moni tor t hativitke and programraes to ensure the provision of high
guality data on cancer.

D. Overview of last year

The year 2012011 has been difficult for theegistry and its staff. Negotiations regarding the
contract between QUB and the PHA have been pretlaatth 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 abilitto 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. £1,17the0@gistry

was successful in dids, from theUK based Prostate Cancer Charity (approx. £300,000), Centre
for Ageing Research and Development in IrelandARDI (approx. £20,000), Research and
Develpment Office (approx. £40,00(nd Guidelines & Audit Implementation Network

GAIN (approx. £30,000).

The registry has had significant help fréuB staff,Colleen Spence and Niamh McElherron in
planning the budget requirements etc. for these applications.

The work of the registry has been significantly enhanced byattagability of additional
statisicians onsecondment from the N. Ireland Statistics and Research Agency (NISRA).

The registry has | ed N . Il rel anddés applicat.i
International Cancer Benchmarking Study of cancer survival for cancers of the luwgacdl

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 deigheasolution study of cases.

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

The Registry gaineckthical 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 Registiseveralusing registry
data. The Registry facilitated audits of oesophageal anthstocancer treatment.

The Registry auctioned and reported on 300 requests for information from a wide range of
sources. We had two successful planning days.

iii. Goalsfor the next three years

Theoverallgoal isto continue tgproduce high quality datgrovide a cancer intelligence
service for Northern Irelanaind undertake internationally recognised researttis will
be achieved by the following work programmes

A. Improve Registry data

1. To improve data timeliness from 18 months to 12 months by Marth, ZOmonths
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) recaadsa final check

2. Improving the staging data available on each patient by working with Trusts to
improve the recording of accurate cancer staging on CaF?8viding additional
resourcegrom within the registry budget to stagancers

3. Seeking to addo-morbidity datato the patient dataset by:

i. Examining the feasibility of extracting such data fraime Patient
Administration System (PAS) and evalngtthe quality.
ii. Exploring linking wth GP data to extract such data.
iii. Seeking to achieve prescribing datdated to each patient for relevant
majar drug categories.

4. To improve data accuraandquality by:

Supporting thefurther development and integration of the new Cancer Patient
Pathway System (CaPPS) into Multidisciplinary Cancer Teams (MDT) willgn t
health service by:

i. Continuing to work with theDirectorate of Information Systen{®IS),
Trusts and Health and Social Care Board (HSCHBreviously Service
Delivery Unit (SDU) of DHSS to improve the IT systenand datasets
used by clinicians.



Business Plan 2012012

ii. Evaluatirg the quality 6 CaPPS data and feadi this back to Trusts and
the Health and Social care Board for NISCB).

lii. Acquiring treatment data from Northern Ireland Radiotherapy System and
the Clinical Oncology Information System (COIS).

iv. Data mining to improve hie 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 recordimghile alsoproviding an independent data check for
identifying any anoralies in thecancer registry datasets

B. To enhance theesearchoutputs of the Registryby:

1.

2.

Ensuring a high qualityataset of cancers in N. Ireland.

Building up a team of biostatistans/epidemiological researchers.
Applying for research grants.

Focusing orpreparation opapers for peaeview in highimpactjournals.
Networkingnationally andnternationally.

Continuing to focus on the development and quality of unique datagetRostate
Specific Antigen B a roesephagudColorectal adenomas.

Providing new health economic information on cancer services by:

i. Working with local health economists to pixe peer reviewed
publications.

ii. Networking with economists from theational Cancer Ingtite (NCI) and
supporting the alth Economic Fellowship students with relevant data.

Contribuing to the International Benchmarkimtartnershipvhich aims to determine
the reasons behind inteational differences in canceurvival (See appendiE for
detailg.

Ensuringthe Registry provides value for money by monitoring costs and proactive
planning and management.
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Analysis of Reqistry

Strengths
Weaknesses
Opportunities
Threats

Cowx> N

>

Strengths
i. Skilled staff

The Registry has a siha highly skilled team in cancer registration and cancer
epidemiology,which coves the administration of the Registry, data collection, data
quality, IT, statistical analysis, report and peer review paper production, research and
liaison with health serges.

ii. High Data Quality

The Registry is recognised internationally for the quality of its daténg been included
in Cancer Incidence in V continents and in EUROCARE I¥mees the standards for
data quality as defined by the UKs&ociation of Carer Registries. Regular disease
specificaudits providethe Registrywith some of the most comprehenshigh resolution
data on cancers in the U&hd beyond A cancer stagingool hasbeen developed, and
integrated intaCancerPatientPathway $stem(CaFPS. The toolhas also been shared
with other UK @ncerregistries and ibeingusal by many of them. Text based pattern
matching techniquetiave enabled the easy retrieval sthging datafrom pathology
reports including Gleason scorder prostate cacer and Clarke and Breslow values for
melanomas

iii. Data Security

The Registryhas strict protocols on patient confidentialitthese are available at
www.qub.ac.uk/nicr

iv. Proactive approach to new data acquisitn

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 twstaging tooland the

CaPPS databases for MDTs and Cancer Waits which have been rolled out to the cancer
community in Northern IrelandThis has enhanced the timelinedscancer dta for N.

Ireland so now the registry has real time access to data on cancer pdtiestsork was
recognised by the projectbés receipt of the
2007.
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v. Data Access Agreements

Following amalgamation of the thirteen Health Service Trusts to five, the NICR has
forged active working relationshspwith the mw Trusts, and has signed Service Level
Agreements with each of them to facilitate data access.

vi. Unique Datasets

NI CR has established unique disease databa
and PSA a colorectal polyp register is cuntey being established International links

and research opportunitibeive been forgedsaa result of these databases and a healthy
research programme has been pursued based on this resdbicehe registry andy

the Cancer Epidemiology Health Setve s Research Group (CEHSF
University Belfast.

vii. Governance

The Registry has strong governance arrangements, financial and managerial, supported
by a well established proactive approach to securing additional funthireg,was
acknowledged inhe Peer Review of the Registrifhe Registry gainedthical 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 Reqgistry is accountable to the Steering Graup liaises with key
stakeholders via the Council.

b.  Accounting
Finance is monitored through the QUB accounting syst@émmajorexpenditure
subject to thé’HA audit process

C. Personnel procedures
Strict procedures regarding staffing and personnel proegdig laid out by QUB
personnelare followed.

viii. Stakeholder engagement
There is a high level of engagement with a wide range of stakeholders, such as clinicians,
cancer charities, the local medighe Northern Ireland Cancerellvork NICaN,patients

andthe wider health community. This has facilitated tigsemination ofnformation
and reportsnto the public domain, producir8P0 information requests 2010.

10
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ix. Linking with Patients

The Registryin conjunction with DHSS, produced a patient infotiora leaflet in 2008
OAbout Cancer Regi st r @ppendixD) regardihgehe ivdrkeof f or
the Registryand how patient data is handled. This has been widely distributed to the
Cancer Centre, Cancer Units and Cancer Chardres fits with the recommendations of

the N. Ireland Privacy Advisory Committe@.he 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 pduced an extensive and wide range of outputs using its data, through
audit and epidemiological reports, peer reviewed publications and international research
collaborationgseeAppendixF). The findingsof the audit reports which are available on

the Regptry website have bedtistributed to clinicianwia the Northern Ireland Cancer
Network (NICaN). These reports have helped influemeprovementsin local cancer
services for the benefit of patients. The rangglume and roleof theseoutpus was
acknowedged by theecentRegistryreview.

xi. International work
NICR has international recognition through its involvement in

a. EUROCOURSE a European community funded ERANEFoject exploring ways

to link and integrate national/regional programmes aimeduppasting cancer

registries and research carried out using Registryvdaila & the same time seeking

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

and the strengthening of populatibased cancer research in EpgqdSee website

http://www.eurocourse.org/

EUROCAREI a panEuropean project comparing cancer survival,

EUROCHIPT a panEuropean project on cancer health indicators,

ENCRI the European Network of Cancer Regesty

IARC- the International Association for Research on Cancer,

The Erasmus University, Rotterdam,

The National Cancer Registry of Ireland,

The UK Natonal CanceintelligenceNetwork(NCIN),

UKACR - the United Kingdom Association of Cancer Registries,

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 Appen)x

S@roao0o

— —

11


http://www.eurocourse.org/

Business Plan 2012012

B.

C.

Weaknesses
Short term Contracts for Staff

While allofthe RRgi stryds core staff are funded
are permanent staff with QUB while others are on temporary contracts. This is an
obvious area of concern for stafthe short duration of contract and lack of long term
stability poses difficulties for current staff whileedudng the chances of recruitment of
new staff who do not wish to leave permanent posts for short term contracts.

Lack of a Legislative Framework

Data acquisition is at risk & Irelandstill does not have kgislative frameworKor the
secondary use of Health Services datA consultation process originated by DHSS
resulted in theestablishmenin 2008of a Northern Ireland Privacy Advisory Committee
chaired by Professor Roy McClelland. Representationetialbof NICR has been made
to this committee. This lack of legislation was highlighted as a concern ifaghe
Registry eview.

Cancer registratioms the only available source of information on cancer incidence and
survival at population level. Infmation 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 targeifs the cancer registration system is protected by appropriate
legislation.

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 statusn@ N. Ireland cancer rates could be affected with
increased migration within the European Unibom areas where cancer risks eg
smoking, HPV/Hep B infection rates are highdbata on ethnic status is not recorded
routinely in N. Ireland although thereasslot 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.

Opportunities
Health and Social Care Number (HCN)
Now that the reording 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 Waitghusredugng the time spent checking notes. This alsdacilitated

12

f

r



Business Plan 2012012

expansion oft e Regi stryodés analysis capacity and
morbidity data from PAS and GP Prescribing Databases.

ii. Research

There are research opportunitieplexing the high quality cancer registry data and the
uniquehigh resolution and prmalignancy/PSAdatasets we have establish&dis will
require additional analysis resource.

iii. International Links

The NICR has forged international links with many oiigations including, the National
Cancer Institute, USA, the International Agency for Research on Cancer, The Erasmus
University in the Netherlangdshe National Cancer Intelligence Network (NClat)d the
National Cancer Registry of Irelantihe Internatiol Cancer BnchmarkingPartnership

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
concen 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 HealtAgencyin general have more demands for resourcesithan
can fund. The current economic climate may mean budgetary standstills or
reductions for the NICRThe 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.

Service Analysis

3.

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

13
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A. Data acquisition

Since 2009, the biggest \idopment 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
addtion to this, the Registry receives over 100,000 notifications of canceregigters over

10,000 ew cases of cancer annually for our population of alidtmillion. We also collect
information on some prmalignant conditions and biomarkers includBga r r et t 6 s Oesop
Bowends Disease, Prostate Specific Antigen te

Data on cancer patients continues to be obtained electronically from the Patient Administration
System (PAS), Pathology Laboratories and Death Registrations. Ifnrtha 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 11,82M0hoen

deaths.

NICR have been working with the Radiotherdpgpartment 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 theiecords 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 extractsboth 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 ©Di&ntly, 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 annotationi notes
any replacement system will need to provide sutdrceity 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 withn 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 sy$tese

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.

14
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NICR have been working closely with BSD (formerly theDirectorate 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 @ects, 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
carcer (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 201lonly 1 year behind (previously it woulthve 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 higphat 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 reuired in order to meet the timeliness targetsimely, 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, CaPP8edlilto 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 BS®PS (formerly CSA) is being saip 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. BSEPS will maintain a list of health and care numbers of
patients registered on the NICR system. RI@ill provide quarterly updates to BSO of new
patients registered on the NICR database. In turn,-BB® will send quarterly updates of
demographic data for update on the NICR database. Additionally, NICR have provided a list of
drug categories which Wibe 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 tdetails
NICR patients in a timelier mannérc ur r ent l 'y we must wait for th
files which usually take around 9 months from year end.

Finally, NICR are pursuing the capture ofmwrbidity data. Such data is recorded on CaPPS

but is notcomplete. We are hoping that the agreement with-BBS (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 hstedleid 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 trustsento 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 NumberQM) is nowavailable forover 984 of records received
from PAS and more than 908§ pathology records Overall the registrationatabasdias 93%
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completeness of HCN for cancer patien¢gjistered96% for more recent years This has
significantly improvel patient record linkage and reddcthe burden with regard to manual
resolution of casesThis in turn has reduced the need for Tumour Verification staff and through
changes in postwithin the registrjras allowed investment in data analydisfortunaely 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 tofacilitate the completeness of the health and social care number thehdtORked

with Business Services Organisation (BS&@)d 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 d8@amatching service to validate and
improve (a) postcode allocation (b) records with date of death (already available but not so
timely from the Gene a | Registrardéds office) and (c) curr e

The Cancer Services Audit Project, in which notes for all cases of breast, cervix, colon, lung,
oesophagus, ovary, pancreas, prostate, rectum, stpmeag&aemia/lymphomand thyroid has
providedhigh resolution data anohformation regarding data qualityt will be useful as a basis

for research while also documentitige impact of the changing cancer services, particularly on
patient survival.

C. Maintaining IT capacity

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

In March 2009, two new servers wenstalled and thee will provide adequate capacity for the
Regstry database for the next43yeas. SomePCs and laptops were purchased in 2@4.0
ensure sufiient computing power for the majority of users for the next three ydtosever,

the PCs replaced were usefully redeployed as additional machines for connecting to the HSCNI
network via BSOT (formerly DIS). This has resulted in improved productivigr bur six
tumour verification officers (TVOs), as they now each have access to a machine on théir desks
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 aeabipplications 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 tasethe PRAXIS IT system to maintathe database of cancefBhames,
NYCRIS, Trent and North West Cancer Registries in Englalsd 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 £10,0&820,000 per year.
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In November 2010, the National Cancerformation 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 InformatioCentre (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 panmntrs i
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 prasighport 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 rietdgy (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 wilchange 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
throughthe 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 aydtéms 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 anew 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 experisa/Hich 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 & #darly 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 result&dRegdrts to date. Linkage of
NICR data to postcode viBSO is undertakenannually ensuring data are up to date for
geographical analysis.lt 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 postodes allocated also enabkasalysis of data bgeprivation. NICR are proactive in
seeking to have data on eury of originkthnic status recorded on PAS. It is felt that having

17



Business Plan 2012012

this information is useful for analysis of population subgroups suckoragvaluation of
screening programmes.

E. Report production

Reportswith accurate datare produced to a high standard ifioemat 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 nQzsicer Registries worlewide.
Registry publications such as reports and their summaries, togetiier NMCR annual
newsletters, and policy documents are all available for download from the web page
www.qub.ac.uk/nicr(see AppendixF for Reports Producéd

F. Information request service

The NICR has provided datand information for approximateB00 requestsn 201Q With the
widespread distribution of reports and their posting on our web page, many simple data requests
no longer come to the Registtypweverrequests are now more complex, with many requiring
addtional analysis from the biostatistician. Ove8%® of genetic requests in 20 were
completed within the recommended 10 working days a8@% ®f all other requests for
information were completed within the recommended 20 working dase. requests are
bemming more complicated and cliniciaasd their managers are increasingly requesting the
registry to facilitate analysis of patient outcome by clinician or clinician grdiys required the
continued availability within the Registry of a clinical skiélnfiliar with registration practices

and cancer treatments

The web site provides an efficient medium for obtaining our most recent data and now includes
cancer incidencel@932008), mortality (1993200) and 5year survival rates (1993004) for

the key ancer 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
o6Dat a/ Onl i n ettfAwan.qub.dciukireséaraientres/nicr/Data/OnlineStatistics/

The NICR is working with the UK NationaCancerintelligenceNetwork (NCIN) of the UK
National Cancer Researdhstitute to explore having local dat@vailableonline 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 estimatiothefisk 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 atatdofthern Ireland
referrals only (approximately 80% tuftal) from the NICR databasend is responsible for targets
regarding request turnaround time for Northern Ireland requedisis arrangema was
commended in the recent peeview of the Registry
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5.

Promotional Strateqies

Continue to reach the Public via reports, mediathatvebsite.

Professionals will be reached via

Reports

Website

NICaN tumour specific groups
Ad hoc information requests

Maintain our close links with DHSShe Public Halth Agency, NICaN, the Health and
Social Care Boardnd Trusts

Resources Needed

For the year 202@1 funding for the NICR of £737,70&asprovided by the®HA. Funding for
2011/2012 will be agreed by June 2011.

A.

TmooOw>

Staffing

Accommodation

Equipment

Heating

Personneland Financial Services
Other

Staffing (See Appendi%)

For theyear2011-2012 the following restructure of staffing is proposéal meet our objectives and
targetsand to come someway to the structure proposed in the last review

Vi.
Vii.

Directar 0.6FTE from 1ftethis is to facilitate working 0.4fte with the National Cancer
Intelligence Networluntil 2013

Administration/Secretarial 2fte (Grade 5,Grade 4plus a Grade 3 funded from a
Research Grapt

Data Quality

a. Regional MDM Clinician0.8fte core fundinggrants

b. Data Managetfte,

c. Tumour Verification Officers (TVO) 4.8fte,

Data Ouputsi Biostatisticians (4fte),

IT Supporti 3fte staff,

3 Visiting Research Fellows (voluntary).

TheRegistry also supportsResearch Professaithin QUB (0.3fte),
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Accommodation

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.

The visiting pathologist continues to share a small officéhwone of the
biostatisticians.

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

The registry requires a refresh of the decor.

Equipmenti all equipment is docunméed and recorded under QUB systems

Upgrades have recently beemade to theservers, several PCand laptops. It is
hoped that this will be sufficient for the ndwto years.

Two new printers have been purchased. It is hoped that this will be suffaniehe
nexttwo years.

Photocopier, this is rented as per QUB agreement, with the Registry meeting the bills
from the core budget.

HeatingT QUB meet the heating bills for the Registry
Personnel and financial Serviceisprovided by QUB

Other- met by Core funding frorPHA 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, thergest of which ighe recurringannual payment
from the Public Health Agncy (PHA) for the central business of running a population based
cancer registry for N. Ireland.

A. Core Funding - Grant from PHA

Budgeti this is subject to 42.5%overhead on salariexcludingDirector,andone other

member of staff

Funding from Public Funding | Funding*
Health Agency 2010/2011 | 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 laabieved thedllowing grants:

I.  Guidelines & Audit Implementation Networ{GAIN)
a. Regional Audit of Current Treatment of Gynaecological Cancer in N. Ireland
£30,778 (1 year from April 2011)

ii. Prostate Cancer Charity
Prostate Cancer: Living with it and beyond: Doesreninvestigation 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} year froml January 201).
iv.  Centre for Ageing Research and Development in Ireland (CARDI)
a. Is ageing a determining factor in the treatment of men with Prostate Cancer
£20295 (1 year from 1 April 200).

The Registry proactively seeks approximately 3 grants annually.
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Risk Assessmet

7.
A. Legislative framework
B. Inadequate staff resources
C Loss of data

D Loss of accommodation

E Loss of skilled staff

>

Legislative framework

Work of NICR could cease if challenged. The lack of a legal framework faetendary use
of data inN. Ireland is curently 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 camcservices 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 idéfiable data because of the need to link data from many different
sources over long periods of time adprovide datdor the clinical genetic service. Patients
can be reassured that the Registry adheres to strict confidentiality protocols. A dibgy of
Policy on Data Security is available on the webnatv.qub.ac.uk/nicr

Experience from other European countries has shown that requiring informed consent for cancer
registration does not work and leads to aquamtifiable 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. Theingsildss 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 programmegestigatealleged cancer clusters or assess
cancer risks in the population.

Legislation to make cancand premalignant conditionstifiable diseaseis the only sure way

to ensure no interruption in the supply of data and to enable the answering of basanguesti
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 &8 Ganecér
registrationand other data collection fouplic 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 presereedhe benefit of current and future cancer
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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 intelligeservice while also working with key
organisations to improve services for patienitee 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 beecruited for2 yeas 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 highéd sknd
committed to the Registry the current arrangements do not represent value for mbeesjaff

chart isidentified in AppendiG.

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 laptogrsd desktopstoring sensitive datare accessible using

a combination of password and biometaathentication layers andl dard drives are fully
encrypted using the TrueCrypt software. Sandisk Cruzer USB pen drives with sophisticated
hardwarebased encryption are used by staff to secure sensitive data both within NICR and
externally. The main Registry server containingetregistration database (PRAXIS) and all user
accounts and files is backed up weekly with copies held in a fireproof safe within the Registry
andoftsi te in a | ocal b REileskwbich have lfeen tmpdifiedeop thesNIGR b o x .
network are also leked up incrementally on a daily basisurthermore, any filesn laptops
which have been modified on a daily basis are also backea encrypted devicesin the event
of loss of data, basic procedures have been specified within the contingency plaable
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 @mmodation to enable the NICR to function. It has been
specified that the minimum accommodation requirements must provide capacity for 46least
staff members to cover the main elements of the NICR funttsuch as, IT support, research

and analytichstaff, 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 habeatsdentified

E. Loss of skilled staff

This is a major risk for a small organisatiamth highly skilled staff working in specialised
areas. &ff 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 agnballthe instrument
common to all UK Cancer Registries, the Annual Quality Assurance Reportovédngew
reports key data quality indicators, sln as number of registrations, percentddeath
Certificate Only registrations, number of cancers with stagnigrmation, microscopic
verification etc and changes in data from previous years. This allows comparison with other
UK registries (Seéttp://www.ukacr.orgfor the QA Report 2008 and Appendi¥). New
targets for stagg and timeliness have been introduced.

B. Finance is monitored via the QUB financial system.

C. Reports produced have an evaluation form enclosed. All clients hegssato feedback and
evaluateservices.

D. The NICR has regular Managerial/ Steering Growgetimgs that are motean the standard
requiredfor cancer registries in the UK.

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

F. NICR have regular intern@glanningmeetings whereby staff from each work areaimveed
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 meetingsof all staff and for staffin a specific wrk area, such as data
collection/quality, IT, statistical.

G. Annual appraisals and regular meetipgsvide opportunieswhere progress is checked on

work over the previous year, objectives for the incoming year are set and training needs are
identfied.
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9. Detailed Targets, Timetable, Responsibilities

A. Update onTargets 200-2011

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 ta
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 thisi
not go ahead

2008 data were available for UK
standad monitoring by
01/07/2010 and we on the web
01/09/2010

Staging information has improve
89% Breast cancers
82% Colorectal cancers
90% Cervical cacers
95% Melanoma cancers
Microscopic Verification rates ar|
high, at over 87% except f(
Lung which is still low at 729
(this is in line with other UK
figures)

2. Improve data items
available to the Registry

Achieve feedback from
50% GPs on patient €0
morbidity

Acquire PAS data for
cancer patients to add-co
morbidity

Acquire chemotherapy
data as far back as possil
by summer 2010

Pilot to enhance the
recording of staging from

CaPPS by July 2010

Negotiations are in an early sta
to receive this da electronically
from the GP computing systen
(we have met with Apollc
Medical Systems who hay
reporting software installed i
every GP practice in N Ireland).
This is being pursued with BSO
IT (formerly DIS)

This has been obtained fro
COIS for 2007,2008 and 200¢
data, however, only for patien
registered on COIS (some sit
only have paper records for
example CAH, ANT)

Matching is completé additional
fields have been added to enhat
the database
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3. Improve research output

Apply for 2 further grats
20102011

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 successfuldn
bids,

(1) UK based Prdste Caner
Charity (approx. £300,000),

(2) Centre for Ageing Research an
Development in Ireland CARDI
(approx. £20,000),

(3) Research and Devgiment
Office (approx. £40,000),

(4) Guidelines & Audit
Implementation Network GAIN
(approx. £30,000).

- 5further bids were unsuccessful

- 2nd annual carec Epidemiology
conference held in Dublin with
150 approx delegated and
positive feedback

- 9 peer reviewed publications
produced by registrgtaff plus
othersproduced using registry
datasee appendix F

- National links strengtened by
Director working 2 days per wee
atthe UKnational Cancer
Intelligence Networland staff
acting as meabers of relevant
UKACR groups, International
links pursued via, ENCR and
Eurocourse Board membership
the Directorandinvolvement
with the International Cancer
benchmarking Project.

4.l ncrease
data internationally

us

e

Eurocare

Eurocim

International
Benchmarking provide
data Modules 1 & 5 as pe
deadlines. Achieve
funding and analysis of
population awaregss
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)
fundingnegotiations underway
and irput to planning with survey
due to take @ce mid 2011

- Input to modules-% 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 anc
go liveT 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-énonthly
updates of NICR registration dal
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 CBPS

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 Go
morbidity data

Link BSOT in first
instance

Meeting has taken place, drug
lists have been identifiedQUB
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 no
to rest of QUB). Update to NICR
ethical approval to include ethni
status an@&migration 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 th
registry on theteeringgroups,
with the director attending the
Board when diary permits.

Patient rep active member.
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B. Targets 201-2012

Goal

Targets

Action and Timescales

Responsibilities

1. Improve

- Overall level of 70%

- See appendix G for

Staging

by end 202 for year
2010 with higher levels
and backdating for
some sites

current levels and progre
towards target

Attend and iput to UK
staging workshop 2011
Change methodology to
accept high accuracy
staging data routinely witl
periodic quality checks
Enhance use of automate
methods of acquiring data
from text reports

Use COIS, CaPPS and
pathology reports
reviewed

- Data Manager
- T
- TVOs

2. Improve data | -

From 18 months td5

Restructurghe acquisition

- IT Manager

timeliness monthsby March 2011  of data by using CaPPS g - Data Manager
andone yeaby primary data course
Decembel011 with Increasehe frequency of
eventual goal of 6 pathology downloads
months UseBSOas the first
source of death data
UsePatient
Administration System
(PAS) records as a final
check
3. Acquire - Acquire from 3 Set up Regitry subgroup | - Director
comorbidity different sources to oversee acquisition of | - IT Manager
data comorbidty data - Data Manager
Link with developments il - RegionalMDM
UK on comorbidity Clinician

Prescribing data to
registry and linked with
patients
PatientAdministration
System data (PAS
available on all relevant
patients

GP system comorbidity
data available on cancer
patients in the registry

database
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4. Ensure N. Achieve funding for Attend regular meetings Director
Ireland Modules 24 and conference calls Data Manager
participates Named as authors in Write applications for Biostatisticians
fully in the peer reviewed funding
International publications Providerelevant N
Cancer Ireland data
Benchmarking Ensure relevant
Exercise stakeholders are kept

informed

5. Provide high Eurocare, Eurocourse Data provided within Data Manager
guality data surveys timescales required
for relevant Benchmarking Study
international
studies,

6. Improve Produce 6 peer Enhance resources for Director
research reviewed publications paper writing Biostatisticians
outpus Apply for 3 grants with support

PhD student for from most
prostate research registry staff

7. BestIT Evaluate the Oncore Visit ECRIC to assess IT Manager
Sysem for system which will be new system by June 201] Director
Registry used by all English Develop business case fq TVOs

registries NICRT best system by
December 2011

8. N.Ireland to LUCADA Data extracted from Regional MDM
partake in Upper Gl CaPPS Clinician
national audits DANO (Head & Neck) Data fields enhanced fror - TVOs

Urology available data sources by
TVOs
Feedback to Trusts

9. Improve Check if IT system can T
symptoms record symptoms Data Manager
collectionof Asses feasibility of Director
early diagnosig  getting information Biostatisticians
data, from GP data
symptomsetc. Write symptom paper

from existing audit datg

10. Increase Integration of NICR Goal of 50% attendance Biostatisticians
research research meeting with
output CEHSRG meeting

11. Legislative Achieve Legislation Continue toLobby Director
Framework for Ensure data agreements IT

Cancer
Registry

with Truss are up to date
and relevant by July
2011
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12. Update Produce updated Data cleaned and availab - Biostatisticians
available incidence, mortality, by August 2011 - Director
cancer data fol  treatment, survival report available March
N. Ireland report for all cancers 2012

Data timeframe 2003
2009

13. Maintain links Attend staging UKACR/NCIN Meeting |- Director

with UK and workshop attendance with 6 - T

Internationally

Attend all UKACR
subgroup and meeting
Link Internationally
UK Survivorship
Project 19932008
patients

abstracts
Ensure NICR attendance
at 90% meetings

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 websil
Questionnaire to
stakeholders, to determin
user requirementsby
November 2011

IT Team
Biostatisticians

15. QUB to Director to meetelevant | - Director
recognise QUB staff
ongoing nature
of funding
from PHA

16. Increase Have NISRA Meet Fnhance Director, - Director
efficiency of secondees VAT free PHA
funding use Funded directly via

PHA
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Appendix A:Northern Ireland Cancer Registry Agreement between The Public
Heal th Agency and The Queends Universit

Public Health
HSC Agency

NORTHERN IRELAND CANCER REGISTRY

AGREEMENT BETWEEN THE PUBLIC HEALTH AGENCY AND THE
QUEEN’S UNIVERSITY OF BELFAST

2010711
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CONTACT at PUBLIC HEALTH AGENCY

Authorised Signatory
Dr Eddie Rooney

Chief Executive

Public Health Agency
Ormeau Avenue Unit
18 Ormeau Avenue
Belfast BT2 8HS

Tel: +44 (28) 9031 1611
Fax: +44 (28) 9031 1711

Email eddie.rooney@hscni.net

Programme Lead

Dr Janet Little

Assistant Director Service Development and Screening
Public Health Agency

12-22 Linenhall Street

Belfast

BT2 8BS

Tel 02890321313
Email janet.littte@hscni.net

CONTACT at THE QUEEN’S UNIVERSITY OF BELFAST

Dr Anna Gavin
Mulhouse Building
Grosvenor Road
Belfast

BT12 6BJ

The Queen’s University of Belfast
Authorised Signatory

Professor James McEInay
Pro-vice chancellor for Research and postgraduates

The Queen’s University of Belfast
University Road

Belfast

BT7 1NN
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NORTHERN IRELAND CANCER REGISTRY

AGREEMENT BETWEEN THE PUBLIC HEALTH AGENCY AND THE
QUEEN’S UNIVERSITY OF BELFAST

PART A: PREAMBLE

1.

This Agreement between the Public Health Agency (the Agency) and
The Queen’s University of Belfast (the University) sets out the terms on
which the University contracts to maintain and operate an ongoing
register of incident cases of cancer known as the Northern Ireland
Cancer Registry (the Registry) within the School of Medicine, Dentistry
and Biomedical Sciences, and the terms on which the Agency
contracts to fund the costs thereof. It supersedes the previous
agreement between the Department of Health, Social Services and
Public Safety (the Department) and the University (1 April 2004 to 31
March 2009) subsequently extended to 315 March 2010.

This agreement recognises The Queen'’s University of Belfast as the
legal entity in the contractual aspects related to the Registry.

The Agreement is based on a rolling annual contract with a 12 month
period of notice from the 1 April 2010. This agreement and the contract
value will be subject to annual review and updating. The Agency will
endeavor to agree funding within the first quarter of each calendar
year.

Part B of the Agreement makes general provisions concerning the
operation of the Registry, its staffing and the planning, conduct and
reporting of the work of the Registry. Part C of the Agreement makes
detailed financial and administrative provisions.

PART B: GENERAL PROVISIONS

OBJECTS OF THE AGREEMENT

4.

The Registry shall be located in the School of Medicine, Dentistry and
Biomedical Sciences. The Queen’s University of Belfast, through the
Registry, shall undertake a programme of work as agreed by the
Agency concerned with the collation and maintenance of a
computerised, and complete register of incident cases of cancer in
Northern Ireland. The primary purposes of the Registry shall be to
provide to the Agency, and other relevant stakeholders, regular
information on the incidence and development of cancers, to undertake
agreed projects and to provide a base for research.
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5. The University, through the Registry, shall provide an annual dataset
and aggregate data relating to incident cases of cancer in Northern
Ireland to the Agency, presented in a form and to a timescale agreed
with the Agency.

6. The University’s operation of the Registry shall be agreed between the
parties in greater detail from time to time.

ORGANISATION:
REGISTRY

7. The work to be undertaken under this Agreement shall be managed on
behalf of the University by a Director (‘The Director’) who shali be
appointed by the University in accordance with a job description agreed
by the Agency.

8. Although suitably qualified and experienced staff of the University
working in the Registry may be given responsibility for individual
projects, or for specific parts of the work of the Registry, the overall
management of the programme shall remain the responsibility of the
University.

9. The University shall procure that the Director shall in consultation with
the Registry’s Steering Group (paragraph 11), and the Council
(paragraph 13) draw up an agreed programme of work including the
means and time table for carrying it out for approval by the Agency.
Within the approved programme, facilities will exist to accommodate ad
hoc requests, including Parliamentary and Northern Ireland Legislative
Assembly Questions, from and on behaif of the Agency and relevant
services and organisations.

10.  Registry staff, including the Director, are employees of the University
and will or already have been appointed by the University in
accordance with the terms and conditions applicable for University
staff. Any promotion or change in the conditions of appointment of any
member of staff working in the Registry, which could result in increased
costs (except for normal increments in salary) or which may have a
detrimental impact on performance or alter the structure or organisation
of the work of the Registry, shall be referred in advance to the Agency
and the Agency reserves the right not to accept to fund any increased
costs aligned with such as part of this contract.

STEERING GROUP

11. A small Steering Group will be appointed by the Parties to oversee and
monitor the work of the Registry. The Steering Group will consist of:
* Two representatives from the Agency, (including a
representative of the Director of Public Health of the Agency);
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12.

The Head of the School of Medicine, Dentistry and Biomedical
Sciences of the University;

One other representative from the Faculty of Medicine, Health
and Life Sciences of the University;

One representative from any other body regularly funding the
maintenance and operation of the Registry;

A representative of the Health and Social Care Board: and

A clinical cancer specialist from the Health and Social Trusts in
Northern Ireland,

and will be serviced by the Director and other members of staff
working in the Registry. Should any member be unable to attend, a
nominated representative may attend in their place. The frequency
of the meetings will be agreed by the Steering Group.

In addition, the Agency may nominate a member of its staff as a
Liaison Officer to act as a central point of contact in the Agency for the
Registry.

ADVISORY COMMITTEE — COUNCIL FOR THE REGISTRY

13.  An Advisory Committee, to be known as the Council for the Northern
Ireland Cancer Registry, shall be appointed by the Parties and consist
of representatives of:

» the Agency;
e the Faculty of Medicine, Health & Life Sciences of the
University;
¢ the Health and Social Care Board:;
e providing Trusts;
e patients
¢ relevant clinical specialties
» the Director of the National Cancer Registry of the Republic of
ireland;
e relevant voluntary organisations; and
¢ such other persons as the Parties may decide.
The function of the Council shall be to advise the Director and the
Steering Group and provide a link to the service and service users.
MONITORING
14.  Within six weeks of the end of each financial year, or as otherwise

agreed, the University shall procure that the Director shall present to
the Steering Group, in a form to be agreed in advance by the Steering
Group, a report on the financial, staffing and other management
activities of the Registry during the year, together with a full report of
work completed and work in progress together with financial estimates
updated for the following year and forecast for the short and long term.
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