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Cancer Research UK’s 2020 goals

People will know how to reduce their risk of cancer

The number of smokers will fall dramatically

People under 75 will be less likely to get cancer

Cancer will be diagnosed earlier

We will understand how cancer starts and develops

There will be better treatments with fewer side effects

More people will survive cancer

We will especially tackle cancer in low income communities
People with cancer will get the information they need

We will continue to fight cancer beyond 2020
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Focusing our research - where do we fit?

Where we will operate

Basic i Symptom Treatment i ;
understanding Pfﬁ"ﬂ!:{ion ificati arvariness strategies and Living with and beyond cancer m
of eancer diagnosis/ treatment :

Research to understand
and design/test interventions

Information for public
and patients

Influencing public policy

Service delivery

Patient support

. Zancer Research UK’ core areas of focus
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Focusing our research

We want to do more in:
Early detection
Imaging
Biomarker development
Model systems
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Cancer will be diagnosed earlier Better treatments with less side effects

People <75 less likely to get cancer

More people will survive cancer %
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Focusing our research

There are areas where there is a need for more research:
Radiotherapy
Surgery
Oesophageal cancer
Pancreatic cancer
Lung cancer




CR-UK Strategies for funding and supporting
biobanking activities

Infrastructural
- Experimental Cancer Medicine Centre (ECMC Network)
- CR-UK Centres
Response mode funding
- CTAAC (Clinical Trials and Advisory and Awards Committee)
- BIDD (Biomarkers, Imaging Discovery and Development)
onCore UK
- Tissues Portal
- CCB
- NCRI Access Policy
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From Bench to Bedside

Feasibility Study || Clinical Trials Advisory

Scheme & Awards Committee
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Discovery New Agents Biomarkers, Imaging
Committee Committee Discovery and
Development

Our aim: to develop research for patient benefit
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The publication of the Cancer Research UK Research St rategy in
November 2008 resulted in a number of changes to Fund  ing
Committee remits. The changes were approved by the S  cientific
Executive Board (SEB) in January 2009 and include the following:

Clinical Trials Advisory and Awards Committee (CTAA C):

» Prospective sample collections of bloods and blocks associated with a clinical trial
» Retrospective sample collection with analysis plans will continue to be funded by
BIDD.

Translational Research in Clinical Trials Committee (TRICQO):

* Renamed the Biomarkers and Imaging Discovery and Development Committee
(BIDD).

*Funding for biomarker and imaging research projects will be consolidated under the
Committee.

*BIDD will support research in all types of biomarkers

*The expanded remit will include biomarker assay development, as well as biomarker
discovery and qualification projects.
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CR-UK Principles

* Requirement for a pathologist to be part of the co-
Investigators on the BIDD application

« Sample collection/storage supported by SOP’s
* Access policy/committee MUST be In place
* Collections must be placed on the CR-UK Tissues Directory

“Access to human tissue samples should never be ar ate
limiting step in biomedical research” -
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BIDD Sample Collection Portfolio
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Legislation, regulation and governance in the
research sector

* Impact of legislation and Human

Tissue Authority regulation on
i -
« Summary of Compliance 2008/9 appopiac

(www.hta.gov.uk/publications/evalua

tions.cfm) Pl
- Very little change since 1st e
April 2008
- Establishments proactively Dres p sndars e
consolidating storage and
governance B Disagree stongly (1) B Disagree sighty 2) O Neither agree nor disagree (7

W Agree slightly (4) B Agree sfrongly (5)
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Access Policies

....... As many policies as banks!

Infinite Possibilities™
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Data and Tissues
Tool Kit

Accessibility Glossary Aboutthe Tool Kit What's new Feedback

| | (Search)

Home

Research Organisations Advice

Training Resource
I | Scenarios | & Policies Service | & Events | Index |

Seeking Approvals

Eaclk to Route Map home
s

The Route Maps cover a diversity of research, and Key to symbols
so stations that are not relevant for your project can

be excluded, e.g. 'HFEA licence’ is only required for

Standard Good Legal sub
ambryo research. process practice requirameant ¥

map

Tayside Tissue Bank Application Process

J Map view |[ List view |

Click on Routs Map stations to sccess information
.(nur Pan Ethical approval
Which o If using identifiable information without
approvals | | consent, in England and Wales.
Create Favisn and Sent o Pl b [ PIAG approval
Application Submit Co-Applicanis " o Approvals and Finalise study
Privacy Advisory C: permissi. i =
? O O O O
Planning HTAISHCO Study Initiation
g 2 & Funding e = & Management
Create the application, supplying p Co-applicants will then be
all the necessary detai;s about the U:;m";ﬂﬂ;éﬂg:: {:“,"'Df:“ c;ntax:led“;c.lotﬁn sural_thail_r are HFEA licence

project. We also ask you to name s £ appy wi e application. 5

at least one clinican and pathologist ELITERZ e T iy thi RES S ank After this, the application is sent o
on the project. to the tissue bank for review. Approval for access to
existing collections
Our Part il
- ~ 4
Reviewsd by Decision Sarmples
Dc:-mm.ttee?fl Sent Ralaased
‘ Register and go to My LabSpace ‘

Your project rv;ii!l 1E|E|1_:tlre :ﬁnt h_llhour We aim to make all decisions Once the application is approved, l

commities consideration. The within 4 weeks from submission, we can arrange with how to i

committee consists of clinicans, We will contact you by email to ﬁispm@me ﬂi‘;‘fes_ ‘ Review data and contact collector online ‘

pathologists, research scientists, inform you of the decision

ethics and a lay member

!

‘ Write proposal and create DMA wish list ‘

Modify your proposal }—b{ Email proposal to UDEN ‘

Technical Committee disapproves H Technical Committee approves ‘

'

‘ UDEM reserves your DMNA for 1 year ‘

v

‘ Send UDBM funding and ethics approwval ‘

Sign MTA

Receive DMNA

‘ Enable data access ‘




The last ten years have seen significant changes in the

environment for sharing data and samples

— ‘Access Timeline’ 1998-2009 —

Data Protection Act Human Tissue Act Health & Social Care
(1998) (2004) NHS Act 2006 Act (2008)
Health & Social Care NIH statement on ‘Personal data for ‘Data sharing
Act (2001) sharing research data public good’ review’
| | | | | | L ! | LA |
- | | | | I\ | . k N e d & |

1998 1999 2000 2001 2002 2003 2004 2005 2006 2007 2008 2009

Fort Lauderdale Marble Arch Working CCB Guiding
Agreement Group Principles

‘Access to collections
of data and materials
for health research’

NCRI data sharing
policy
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Our work aims to reduce duplication of effort and incre ase

sharing through the provision of a practical instrumen t
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Current situation:

» Variety of regulation and
guidance

e Confusion

 Duplication of effort and
variation in policies

e Difficult to combine resources
from different sources

* More confusion

» More duplication of effort

Our aims:

* A practical instrument for
developing an access policy,
including example language and
options for tailoring, in 2 parts:

1. A template list of terms

2. A template data and
materials transfer agreement

» Greater consistency
» More effective sharing/pooling of
resources




Key Content of the Template

 Partl. Template list of access policy terms

« Part ll. Developing a data or materials
transfer agreement

 Published as a web based template -
WWW.NCri.org.uk
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Access Working Group:

Chris Carrigan NCIN

Michael Chapman NCIN/onCore UK/NCRI
Brian Clark onCore UK

Jane Cope NCRI

Karen Groot NCRI

Louise Jones Cancer Research UK

Bill Lowrance Independent Consultant



onCore UK

* To Improve access by researchers to the human biosamples
they require
- Developing a portal cancer biobanks to enhance access for
researchers

- Provision of the Secretariat function for the CCB

 To facilitate an environment in which the various
stakeholders can work together to support cancer biobanking

- Leading on the delivery of key actions and recommendations
arising from the NCRI Pathology Task Force



Questions? Back to the Future — where are we now?

* Are the needs of Translational Research being met?
 Are there areas of research that have been compromised?

* What are the trends in demand for tissue ? (types and

quality)
« What has been the impact of ‘omics’ technologies on the
storage and use of tissues?

« How can access to tissue resources be improved?

 How can the needs of the collector be balanced by the
needs of the research community?






