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1. Introduction
Progress since June 2008 launch

1.1. Since its launch in June 2008, the NCIN has developed its portfolio and its profile. The
recognition and expectation of the NCIN have both continued to grow, and the establishment of the
first 12 NCIN Site Specific Clinical Reference Groups (SSCRGs) have put further emphasis on the NCIN
delivering more in 2009/10 if it is to reach its stated objective of being the best cancer information
system in the world by 2012.

1.2. 2009/10 therefore brings new challenges. In many ways the “honeymoon period” of 2008/09,
when funds were extremely short and expectations were lower, is over.

Focus for 2009/10

1.3. The single most significant focus for NCIN in 2009/10 is to develop increased capacity. The
SSCRGs have already defined their initial series of analyses, and these are being collated centrally for
verification. To develop the role of lead registries, additional dedicated NCIN funding has been
allocated to registries, targeted at ensuring the requirements of each SSCRG are addressed.
Additional funding is available for clear proposals, through SSCRGs or other NCIN partners.

1.4. The core NCIN Coordinating Team will expand to include additional project management and
administrative resource, specifically targeted at the SSCRGs. The current office space, located with
the NCRI at Queens House, has been remodelled to accommodate the changing needs of the NCRI
and NCRI Informatics, and to cater for the NCIN expansion.

1.5. There is a clear requirement for the NCIN to become better established across the UK. During
2009/10 work will continue to understand and define the benefits to the wider UK of more active
involvement in the NCIN. The default position will be for all analyses to use UK data, unless such
data are not available.

1.6. New initiatives are being developed with various NCRI partners, including utilising Graduate
Trainees. Work is ongoing to define and develop a series of NCIN Fellowships. We will also be
working through the NDP Informatics Group to utilise and develop the knowledge and skills of these
members. We will examine the potential of offering short term secondments into NCIN to allow
cancer analysts to work at a national level, brining new capacity into NCIN, with the benefit of these
staff taking the skills back into their working environment on completion, whilst adding to their
personal development portfolio.

1.7. Moving towards increased provision of analyses and information, a series of monthly data
briefings will commence early in 2009/10. These 2-page briefings will be produced in liaison with
SSCRGs and NCIN partners, for instance to coincide with awareness months. |If these are as
successful as anticipated, they are likely to move to fortnightly during the year.

1.8. To further develop and strengthen links with the NHS Information Centre, the Research
Capability Programme, the NHS Information Standards Board and the NHS Data Standards Team,
consideration is being given to the establishment of an NCIN “northern” base in Leeds, where each
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of these organisations is also located. The proposal will be developed jointly with the NHS IC early in
2009/10.

1.9. The coming year will prove both challenging and rewarding. By the time of the first Annual
Conference in June 2009, the NCIN will already have produced new analyses which were simply not
available previously. By the end of the year, we intend to ensure that NCIN is seen as indispensible.

1.10. The sections which follow, which are based on the 5 key objectives of the NCIN, describe in
more detail the work which is planned for NCIN in 2009/10.
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2. Promoting efficient and effective data collection throughout the
cancer journey

National Cancer Dataset Review (NCDS)

2.1. The independent review undertaken by the Information Standards Board (ISB) was finally
released in April 2009, this review considered whether the National Cancer Dataset defined in 2002
was still fit for purpose’. In summary, the overall findings were that the dataset should be reviewed
in detail and re-profiled to be able to deliver the requirements laid out in the Cancer Reform
Strategy, and other key NHS requirements for cancer data e.g. the National Contract, Darzi, Quality
Accounts, etc. This work will be undertaken by the NCIN and its Site Specific Reference Groups in
collaboration with the Information Centre, through several work streams (see below), with a
submission for mandation to be made to the ISB in January 2010. A Project Board is being
established with strong representation from the NCIN Core Team.

i Review of NCDS data items

ii.  Pathology/staging review
iii. Identification of additional site specific data items
iv.  Co-morbidity & performance status review

2.2. The overall aim is to submit the new revised dataset with the additional site specific data items
as a single submission to ISB, with all data items agreed and signed off by the end of December
2009. Subject to everything else going to time, the ISB submission process would commence early
2010 & will then involve the NHS data dictionary teams, definitional & operational testing
procedures.

2.3. The IC will prepare all the submissions with our input, & hopefully by mid 2011 we will be able
to issue the DSCN, for implementation at the start of 2012. This time scale may seem long and
obviously the Project Board will consider timescales and whether it can be facilitated any quicker, as
this is really changes and fine tuning to existing datasets and processes rather than a whole new
dataset. That said, the preparatory work always takes longer than aimed for, but consideration to
reducing timescales will be a major factor.

Review of NCDS data items

2.4. The IC will undertake a detailed review of every data item within the existing NCDS (‘core’) to
confirm their requirement against the NHS business requirements for cancer information and data.
The IC review will then be considered further by a small group of registries, networks, data owners,
clinicians, etc., to recommend the core (~ the registration dataset) for consultation and final sign off.
Consideration is being given to incorporating all related cancer datasets e.g. cancer waits and
radiotherapy, within the ‘core’ being defined.

Identification of additional site specific data items

2.5. The SSCRGs will review existing NCDS site specific data, & make recommendations for the
revised version. This is not an opportunity to develop large clinical datasets, but has the aim to

Final 1.1 Page 5 of 19



identify those key items required for delivering the core business needs for their cancer area. The IC
and ISB will be very tough but fair, that said, if an item is recommended as key for assessing and
delivering a quality service, its value will be recognised and accepted. As to how many items each
group may recommend this will not be defined but will be critically assessed as the process
develops. This will be a challenge, both in terms of the timescale (drafts by end September 2009,
signed-off by end December 2009), keeping the SSCRGs focused and the sheer number of them.
Plus we will need to consider any items proposed that should be generic for all cancers and need to
be considered as part of the core dataset.

Pathology/staging review

2.6. A CR-UK Graduate Trainee has joined NCIN for a 6 month period, to review the requirements for
pathology data by MDTs, cancer registries, national audits, etc., and to consider the integration of
the Royal College of Pathology Datasets within this process. This work will feed into the parallel work
streams being undertaken by the SSCRGs.

2.7. The SSCRGs will consider the staging information required and will be informed further by
previous work undertaken by the cancer registries, and a more recent survey of English MDTs to
ascertain the classification systems in use and whether this information can be captured
electronically.

Co-morbidity & performance status review

2.8. Again linked to the over arching NCDS review project, the SSSCRGs will consider the
requirement for both co-morbidity and performance status information, and make
recommendations for the data items to be included. As for the staging work, they will be provided
with the outputs from the survey of English MDTs which aimed to ascertain the classification
systems in use and whether this information can be captured electronically.

2.9. It is proposed to hold a workshop, in early autumn to consider all the recommendations, which
will also take into account other related NHS/DH initiatives relating to Co-morbidity.

2.10. This work stream too will align with the September and December timescales previously
outlined.

Chemotherapy Dataset

2.11. To be able to demonstrate the implementation of the recommendations being made in the
new National Chemotherapy Advisory Group report (due for publication shortly), it is crucial that
good quality and timely data can be collected on all patients receiving chemotherapy.

2.12. NCIN in collaboration with NCAT have established a national steering group with a remit to
define the dataset, and to take it through the ISB process for approval.

2.13. The group, chaired by Dr David Levy, held its first meeting on March 31*, and aims to provide a
draft dataset for consultation by the end of the summer. The dataset work is being undertaken by
external contractors with extensive NHS experience in this area. It is proposed that the outcomes
from this project could be included within the wider submission to ISB for the new/revised NCDS.
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Other Related Work areas

2.14. Cancer Commissioning Toolkit (CCT): NCIN will continue to provide the data required to
support the CCT, and will be appointing a fulltime project manager to lead this work, in collaboration
with Database Administrators (based at Thames Cancer Registry and NatCanSAT). This role will also
provide ‘help desk’ support to users calling with queries relating to data accuracy or interpretation.
Over the period 2009/10 it is also anticipated this role will also become involved with the ongoing
development of other NCIN associated ‘electronic’ data projects such as NCIS and eAtlas.

2.15. Radiotherapy: NCIN will be working closely with the NCAT Associate Director for Radiotherapy
and NatCanSAT to:

i. ensure the submission of the now mandated radiotherapy data to NatCanSAT from
cancer centres within the defined timescales

ii. provide input into the regular reports provided to the service, commissioners and other
interested parties, and ensure their ongoing production

iii.  work with all interested stakeholders for secondary uses of the radiotherapy data e.g.
into the NCIN repository, to Cancer Registries for registration purposes, to the CCT, etc.,
and to ensure that where possible single extract processes are developed, coordinated
and implemented.

2.16. Cancer Waits: NCIN are an integral player in the implementation of the new Going Further on
Cancer Waits initiative, with representation on both the Advisory and Technical Groups, in
collaboration with DH. NCAT and NHS Improvement, and will continue to be involved in the
performance monitoring groups as these develop in 2009/10.

2.17. Multidisciplinary Teams: NCIN are involved in many work streams focusing on improving
MDT working.

i Effective MDT working: NCIN are represented on the working group established to
consider ‘what makes an effective MDT?’, and will take a lead with the SSCRGs on issues
relating to datasets and appropriate infrastructures for integrated data capture within
MDTs

ii. MDT Coordinator & associated staff training: NCIN are leading a project, in
collaboration with the cancer registries, MDT Coordinators Taskforce, cancer networks,
NCAT and DH Workforce, to develop and implement a national training programme for
this group of staff. An external company with experience in developing accredited
training programmes has been selected and the aim is that by early 2010 the new
training courses for both induction and continuing professional development are ready
to be rolled out.

2.18. National Contract for Acute Services: NCIN in collaboration with NCAT and DH make
recommendations for the ‘cancer element’ of the National Contract. This is ongoing annual work
which occurs in the first 2 months of the calendar year.

2.19. PET-CT scanning: Informal talks have begun with the radiology lead for the PET advisory group
for us to be able to link data from the PET-CT scan reports from the various suppliers of PET-CT scans
for England and Wales with other NCIN data. Initially this may only be in the form of whether a
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patient has or has not had a PET-CT scan (with date), but before long we could include PET-CT stage
and SUV of the primary tumour.
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3. Providing a common national repository for cancer datasets
The current NCIN National Cancer Data Repository

3.1. The national cancer data repository remains the “jewel in the crown” of NCIN, and it will
continue to develop in content and usage during 2009/10.

3.2. The first phase of the national linkage work has seen the national linked data being released for
use by all the cancer registries in England. Initially, the repository holds data from the national ONS-
format cancer record, with all HES activity. Work will continue during 2009/10 by lead registries and
SSCRGs to quality assure the linked data, and to understand the techniques and methodologies
which can be employed in the production of the analysis.

Extending the National Cancer Data Repository

3.3. The national repository will be extended during 2009/10 in two directions. Additional years of
registry and HES data will be added to the repository, making the linked data more timely.
Significantly, additional data will be added from the regional registries, in particular the data which
they hold on staging. The role of the SSCRG and lead registry will be important in the understanding
and use of this extended data.

3.4. During 2009/10, each lead registry will continue their detailed site-specific assessment of
national data, examining the potential for use of the staging and treatment data.

3.5. Despite the linked repository being updated with more recent data, it will inevitably not be as
up to date as “standalone” HES data, as the cancer registry record currently takes at least 6 months
to accumulate. Work is being undertaken to design and develop technical models to allow multiple
agencies (registries and the National Cancer Service Analysis Team) to operate against the same
national repository.

Links with the NHS Information Centre/CfH

3.6. Reflecting the need to align with national strategic information solutions, a proposal for the
provision of an updated national cancer registration function is being developed, funded by the NHS
Information Centre. This proposal will need to go to the Boards of both the NHS Information Centre
and the Connecting for Health Research Capability Programme, and to the NCIN Steering Group.

Regional cancer registry processing

3.7. A project to merge the databases and processing of the Oxford and South West registries will
complete early in 2009/10. This project, funded through the NCIN, will be the first time that
different registries have shared the same physical IT system, with staff using the system over the
NHSnet from geographically remote areas, working on the same cases. This is an important
milestone, and the lessons learned from the project will influence the next stage of registry
integration, which requires a migration to the utilisation of common national data sources (from the
IC Project) and common processing rules-bases. An options appraisal will be developed late in
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2009/10 to examine the steps required for regional registry integration with national level work,
once the national picture is clearer.

3.8. Work will be undertaken (through the South West cancer registry) to transfer the annual UKACR
Quality and Pl Reports into data visualisation objects using the Performance Profile template of
InstantAtlas. This will be very similar to the Health Profiles work
(http://www.apho.org.uk/resource/view.aspx?RID=50214) and will visually show comparisons (and

trends) of registry performance against sets of indicators. Work will also examine data-serving
options to allow users to ‘slice n’ dice’ data, for example to obtain data on whatever mix of
indicators you like. This data visualisation tool to be made available on the NCIN website. A new
“performance profile” template will be prototyped against SWCIS data, specifically to show
comparative data across Trusts and Networks in relation to data completeness (for different data
sources) across Trusts.
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4. Producing expert analyses to monitor patterns of cancer care
NCIN Analytical Tools

4.1. NCIN will, during 2009-10, continue to produce a range of information reports through its own
analytical resources, through collaborative initiatives with partner organisations and through the
work of lead cancer registries in association with the Site Specific Clinical Reference Groups
(SSCRGs). During the year, both the National Cancer Information Service and the Cancer E-Atlas will
be enhanced to include data from the entire UK.

Scientific Advisory Group

4.2. During 2009, NCIN will establish a Scientific Advisory Group to advise the Steering Group and
Coordinating Team on the appropriate methodologies to be used in and interpretation to be applied
to information and research outputs produced. The Group will meet twice a year with a membership
drawn from experts in the field of analysing routine clinical datasets to inform on clinical outcomes

NCIN central analyses

4.3. Outputs to be produced over the next year will include reports on cancer prevalence by
Network (with Thames Cancer Registry and Macmillan Cancer Support), cancer incidence and
survival in relation to ethnicity (with Cancer Research UK and London School of Hygiene and Tropical
Medicine), incidence of rare cancers (with Cancer Research UK and the Rare Cancers Forum), cancer
incidence in relation to gender (with the Centre for Men’s Health, Leeds Metropolitan University)
and an update of the report on UK cancer incidence and mortality by Network to include 2006 data.
A cross cancer site comparison of the use of surgery as a primary treatment modality will also be
prepared.

4.4. NCIN will also be supporting a half-time analytical post in the Cancer Survival Group at the
London School of Hygiene and Tropical Medicine. Outputs from this collaboration will include Cancer
Network level analyses of recent time trends and geographical variation in one and five year survival.
This work builds on that published recently in Lancet Oncology (Rachet B et al, Lancet Onco?009;
10:351). From this collaboration, NCIN will also be developing a methodology to provide age and
cancer site standardised survival rates for all-cancers combined applicable for PCT-level
comparisons.

SSCRG work programmes

4.5. During 2009-10, each of the 12 SSCRGs will develop a work programme in conjunction with the
lead cancer registries and NCIN will provide resources to facilitate quick win, early deliverable
outputs based on use of existing linked data sources and the national repository. It is anticipated
that the work programmes will be available by the end of June 2009. While the priorities for each of
the SSCRGs will differ, quick win outputs may include analyses of e.g. post-operative mortality rates,
comorbidity distribution, emergency admission rates, in-patient bed stay and end of life resource
use. It is intended that a series of short (two-page) cancer information briefings will be produced
from these outputs and published by NCIN on a monthly basis (each SSCRG thus being responsible
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for one briefing a year). The first such briefing will focus on colorectal cancer survival in relation to
stage at survival.

4.6. A partnership between Cancer Research UK, NCIN and the North West Cancer Intelligence
Service will result in a CRUK Cancer Stats bulletin on Cancer in Teenagers and Young Adults.

SSCRG example work programme (Colorectal)

4.7. As a result of research funding, site specific work in colorectal cancer has progressed more
rapidly than for other sites and annex 1 provides a summary of projects currently in progress in this
area as an example of the types of activity possible within SSCRG work programmes.

Supporting national cancer strategy

4.8. NCIN is also working with several of the initiatives resulting from the Cancer Reform Strategy for
England. In support of NAEDI, NCIN will be helping in the development of international comparative
benchmarking studies and providing input to PCT baseline reports. In support of NCEI, NCIN will be
providing analyses of patterns of care and outcomes in relation to gender, age, ethnicity and social
deprivation. In support of the Survivorship Initiative, NCIN will be analysing use of NHS resources by
cancer survivors. NCIN will also be providing information in support of the new RCGP audit of cancer
diagnosis in primary care as well as coordinating activity by lead registries to support the NCASP
cancer audits in lung, head and neck, upper Gl and breast cancers.

4.9. The NCRN is supporting a post, working with NCIN and NYCRIS, to pilot the use of national
cancer repository data to provide follow-up information for clinical trials. During 2009-10, work will
be undertaken with trials in colorectal cancer management (CLASICC, CRO7), and diagnosis (SIGGAR)
and non-Hodgkin lymphoma (R-CHOP14vs21). NCIN and NCRN will be jointly hosting a workshop on
this topic at the 2009 NCRI Conference.

4.10. During 2009-10, use will be made, for the first time of data from the General Practice Research
Database (GPRD) linked to the National Cancer Data Repository. This can be used to investigate, for
example, the impact of pre-diagnosis symptoms and primary care consultation history on differences
in cancer care pathways and outcomes by gender, age and deprivation. Linkage will also be made
between the Repository and Outpatient HES records, the new National Radiotherapy Dataset, and
data collected from the NCASP cancer audits and these will all greatly facilitate novel analyses.

4.11. The NCRI Rapid Review of Radiotherapy and Associated Radiobiology (April 2008) identified the
need to understand how variations in radiotherapy practice impact on clinical outcomes and in
terms of both survival and late effects of radiotherapy, with a view to identifying best practice and
improving radiotherapy standards. During 2009/10 NCIN will be scoping the potential for a study
based on data across England in the first instance.

Access to high quality information and statistics

4.12. Building on work previously undertaken across the Public Health Observatories, a joint project
with NHS Improvement and the NCRI Informatics Initiative will produce a nationally agreed and
standards-compliant mechanism for the “tagging” of resources related to cancer. These will include
registry analyses, data, information, statistics, best practice, improvement and other sources. This
mechanism will also be opened to include resources made available through other NCIN partners.
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4.13. A project will progress rapidly to allow the NCIN statistical resources (such as the NCIS) to be
accessed dynamically by NCIN partners, allowing much more timely and less labour intensive
mechanisms to be implemented to update a range of web-based resources. Related to this,
discussions are being held with Cancer Research UK to design mechanisms to cut the time and effort
involved in the annual update of the informative and widely used statistics pages on their website.
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Annex 1 to Section 4 7 Colorectal cancer analysis projects (supported by Cancer Research
RUK - Bobby Moore Career Development Award, National Cancer Screening Programme,
National Clinical Audit Support Programme, PELICAN Foundation):

1.

10.

11.

12.

13.

14.

15.

Cancer information briefing on stage specific survival rates

Impact of specialisation and surgical workload on process of care and outcomes
Variation in use of laparoscopic procedures and effect on outcomes
Monitoring outcomes and process of care for screen detected cancers
Extending follow-up to clinical trials: CLASICC, CRO7, SIGGAR

Variation in resection for metastatic liver disease and effect on outcomes
Cancer incidence, survival and care patterns in relation to ethnicity
Variation in and determinants of post operative mortality

Follow-up of patients with familial risk and defined genotypes

Analyses in support of NIHCE Guidance

Patterns of NHS use (footprints) in colorectal cancer survivors

Use of GPRD to investigate pre-diagnostic symptoms, delays in referral, and age, gender,
deprivation variation

PELICAN training programme evaluation

UK-French comparison of access to services, socio-economic deprivation and colorectal
cancer outcomes

Incidence trends in relation to stage of disease (NHS NCSEU)
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5. Exploiting information to drive improvements in cancer care and
clinical outcomes

Establishment of the Site Specific Clinical Reference Groups

5.1. 2008/09 saw the agreement and definition of roles for the 12 new NCIN Site Specific Clinical
Reference Groups (SSCRGs), and the appointment of the interim chairs to all of these groups. The
chairs met for an initial briefing and to discuss their roles in December 2008, and the groups were
launched on 11th March 2009 at a workshop in London.

5.2. These groups will be central to the NCIN’s objective of supporting the drive to improve cancer
care and clinical outcomes. Each group will define a formal work programme for 2009/10 at their
first full meeting. The majority will have held this meeting prior to the NCIN annual conference in
June and a brief report of progress will be given at the conference. The groups are expected to meet
at least twice per year and the chairs will meet at least once per year at an NCIN Clinical Forum. Key
elements of the groups’ work programmes for 2009/10 will include:

SSCRG activity

5.3. Site specific analyses: The SSCRGs have already defined their initial set of analyses, and these
are being collated centrally for verification. Each SSCRG will continue to work with their lead registry
to identify the most important clinical outcomes measures and carry out analyses of these to
determine key variables that contribute to high standards of care. The cancer registries have already
received NCIN funding for this work and further support will be available for additional specific
projects, including national analyses identified as a priority by the SSCRGs.

5.4. Data briefings: As described above, each SSCRG will be tasked to produce at least one data
briefing during the year in partnership with their lead registry and other members of the network.
These will be short (two pages) briefings on a particular piece of analysis relevant to the group.

5.5. National cancer dataset review: The SSCRGs will play a key role in the national cancer dataset
review, to underpin key quality metrics and outputs. They will review the existing data items for
their sites and identify any further items that may be required. This will require significant
coordination of and between the groups to ensure that the need for each item identified is
justifiable and that any common items are considered for inclusion as part of the core dataset.
Linked to this review will be consideration and recommendations for data items relating to stage, co-
morbidity and performance status.

5.6. Links with other groups: The SSCRG and lead registries will be required to interact with other
agencies, including research groups, charities and public health groups. These relationships will start
to be developed over the coming year; each group already has or will develop links to the following
key groups through their membership:

I The major colleges and professional (craft) groups representing health care professionals
involved with patients in the clinical area covered by the SSCRG

I The lead cancer registry
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National audit groups

The relevant NCRI Clinical Study Group

Patient / consumer groups

The major, relevant voluntary sector groups/charities

The ‘national cancer strategic team’ (DH, NCAT, Peer Review Team or NHS Improvement)

= =4 =4 -4

5.7. Development of the lead registry role: Initial work undertaken by each lead registry has
provided a site-specific “baseline assessment” of the existing datasets. The support of the SSCRGs
will be crucial in further developing the site specific expertise of the lead cancer registry and in
defining minimum standards of data completeness and quality.

5.8. Appointment of chairs: The current SSCRG chairs are interim appointments. Over the next year
the process for openly advertising for and appointing the new chairs will be defined and chairs
appointed for a term of 3 years (renewable annually to a maximum of 5 years at the discretion of the
NCIN and with the support of the SSCRG membership). Members of the SSCRGs will be appointed for
the same term as the chairs and, therefore, the process of advertising for and replacing the
members will begin in 2011/12.

5.9. The following table shows the current chairs of each group and the lead cancer registries:

TUMOUR GROUP GROUP CHAIR LEAD REGISTRY

Breast Martin Lee West Midlands Cancer Intelligence Unit

Brain / CNS David Levy Eastern Cancer Registry & Information Centre

Colorectal Paul Finan Northern and Yorkshire Cancer Registry &
Information Service

Gynaecological Andy Nordin Trent Cancer Registry

Haematological Hamish Ross Northern and Yorkshire Cancer Registry &

Information Service

Head & Neck Richard Wight Oxford Cancer Intelligence Unit
Lung (incl. Mesothelioma) | Mick Peake Thames Cancer Registry
Sarcoma Rob Grimer West Midlands Cancer Intelligence Unit

Skin Julia Newton-Bishop | South West Public Health Observatory
Upper Gl (incl. HPB) Bill Allum Thames Cancer Registry
Urology Roger Kockelberg South West Public Health Observatory

Children & TYA

Mike Stevens

North West Cancer Intelligence Service
The National Registry of Childhood Tumours

Cancer Outcomes Group

5.10. Following a meeting in November 2008 it has been agreed to establish a ‘Cancer Outcomes
Group’ to be co-chaired by the Clinical Lead for the NCIN and the Director of the National Cancer
Action Team. This will bring together the NCIN, NCAT, Peer Review, NHS Improvement, NCASP, the
Darzi Quality Team and Commissioners in an attempt to make a strong link between data, peer
review and implementation/ commissioning.
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6. Enabling use of cancer information to support audit and research
programmes

Areas for investigator-led research

6.1. One of the NCIN core objectives is ‘Enabling use of cancer information to support audit and
research programmes’. Working with the NCRI secretariat, the NCIN core team has identified three
areas in which to develop investigator-led research using NCIN data, in the first instance:

i.  Supplementing existing cohort datasets. Where researchers already collect or hold
information on population or cancer patient cohorts, NCIN may be able to supply
missing data items or provide additional data and long term follow up beyond provision
of cancer registration and death information as supplied by the Medical Research
service at the NHS Central Register. This information could also supplement the
annotation of samples held by biobanks. One specific category of cohort is the clinical
trial where the cost and cost-effectiveness of current long term follow up procedures is
a pressing issue.

ii. Hypothesis-led research questions. The linked national cancer data repository
provides opportunities for novel hypothesis-led studies and the range of opportunities
will only increase as the number of linked datasets grows. The current dataset already
allows investigation into, among other areas: ethnicity, comorbidity, surgery, bed-stay,
non-cancer outcomes, hospital “footprints” and end of life resource use. Linkage of the
repository data to other datasets, e.g. GPRD and NCASP audit data, should expand the
research potential substantially.

iii. Methodological research. The linked dataset is already the world’s most complete
source of cancer data for an entire population and the intention is to continue adding
further sources. As the dataset expands and is more widely used, important
methodological issues will be revealed; NCIN should support research to tackle these. In
order to provide expert analyses to drive improvements in cancer care and clinical
outcomes, developments are required in the methodologies to, for example, robustly
compare institutional and individual clinician performance, use imputational models to
account for missing data, use Bayesian methods to make small area comparisons etc.

Research work programme for 2009/10

6.2. We plan to run one or more pilot studies in each of these areas. These will allow the required
processes for data access and funding to be worked through and any problems addressed before the
dataset is made more widely available to authorised researchers. The pilots may be funded directly
by NCIN, through NCRI partners or from other sources.

6.3. Once the pilot studies are established, we will hold three workshops to identify further
possibilities for research in each area. At these, we will present the data available and the work of
the pilot studies to a small group of interested researchers. The participants in each workshop will
be selected in conjunction with the NCRI and other partners. It is expected that these workshops will
be held before the end of 2009, although the workshop on methodological issues may be advanced
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due to the lack of identified pilot studies in this area. A specific workshop, jointly organised with
NCRN, on long-term follow up of clinical trials will take place during the 2009 NCRI conference.

Links with the Research Capability Programme

6.4. NCIN will also work with the Connecting for Health Research Capability Programme to support
their pilot Health Research Support Service as it develops during 2009. This may be both through
assistance with access cancer registration data for the pilot research studies and the running on
NCIN sponsored studies as part of the pilot programme.

Access to samples and data for cancer research

6.5. The variation in information governance and access requirements surrounding different data
sources is a key challenge and NCIN, together with the NCRI and onCore UK, is working to harmonise
arrangements for access to data and samples. The aim is to create a template for access policy
development and a template data and materials transfer arrangement suitable for wide
consideration and use. This work is being advised by Dr William Lowrance, an independent
consultant in Health Research Policy and Ethics.

6.6. The results of a consultation on access, run on behalf of all three organisations by the NCRI, are
available from the NCRI's website. Based on the consultation responses and existing best practice,
the template for access policy development has been produced and will be released as an open draft
for wider consultation in June 2009.

6.7. Following the launch, NCIN will help publicise the existence of the template through
presentation of the work at appropriate conferences and by ensuring it is linked from relevant
websites. It is hoped that awareness of the template will spread beyond the cancer research
community - nothing in the document is specific to cancer.

6.8. As described above, this document is expected to evolve; its launch will, therefore, mark the
beginning of a further round of consolation with interested parties and updates based on feedback
from those using the template.

Work with National Cancer Research Network

6.9. In addition to the joint project on the long-term follow up of clinical trial data, NCIN plans to
build further links with NCRN during 2009/10. Potential areas of work for initial discussion are:

i) Defining a minimum set of identifiers to be collected by NCRN trials to support linkage
with other datasets

ii) Investigating the potential for standard data definitions matched to those used
elsewhere in the NHS
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7. Document History

This document was discussed at the NCIN Steering Group in May 2009. Some minor changes were
requested, which have been included in this final version.
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