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Rare cancer is a common disease 

• “Rare Cancer”:  

• ASR < 6/100,000 new cases/yr 

• together, account for over 20% cancer diagnoses 

• …which is more than any single common cancer 
(breast 16%, lung 13%, colorectal 13%, prostate 12%)  

 

• Average outcomes inferior to common cancers: 

• worse mortality and survival 

• less improvement over time 
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The objectives of IRCI 

• to develop international clinical trials advancing 
the treatment of patients with rare cancers 

 

• to identify and overcome barriers to international 
trials so that IRCI trials can run smoothly 

 

• to encourage innovative trial methodology 
maximising the potential to answer research 
questions in uncommon populations 
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Criteria for setting up an IRCI Group 
 

Rarity:  
o low incidence (appx <2/100,000/yr) 
o ...but enough for a trial to be feasible 
o not molecular sub-types already 

included in ‘normal’ trials 
 

Need: 
o no existing international trial group 
o no (or inadequate) existing trials 

 
Potential:  

o potential for > 1 interventional trial 
(usually randomised)  

o enthusiastic champions within>2 of 
the partner organisations  

Clinical Communities 

Expressions of interest 

Interest from ≥ 2 member 
groups  

IRCI Board prioritises and 
launches new study groups 

Selection process 



IRCI Groups 

fibrolamellar hepatoma 

anaplastic thyroid cancer 

gynaecological sarcomas ( 2 types) 

small bowel adenocarcinoma  

penile cancer 

ocular melanoma, Merkel cell cancer 

thymoma 

relapsed anal cancer 

DSRC tumours 

rare brain tumours 

relapsed Ewing’s 



IRCI Rare Cancer Groups 

IRCI rare cancer group 

Chairs’ planning teleconference 

Face-to-face meeting of the full group 

Follow-up trial development meetings 

Trial submitted to 
primary grant funder 

Parallel fast-track 
approval by IRCI partners 
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biological endpoints 
 

genomic-led target identification  
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Methodology to fit needs 

 
Eur J Cancer 2015; 51:271-81 

 



What is working well 

• Clinical researcher engagement:  

• huge enthusiasm from oncologists and others 

• commitment to developing trials 

 

• Research funder engagement: 

• charities and some public sector research funders 

• funding for national-level activities in some countries  

 

• Consumer engagement: 

• … at a national and local level 

 



What is a challenge 

• Core funding of organisation:  
• no research funding body with  

global scope/interest 

 

• International 
sponsorship/contracts:  
• protracted trial set-up 

• acceptance of ‘in principle’  
benefits of global scope   

 

• Review body understanding 
• globally agreed control arms 

• accepting novel methodologies 

• need for pragmatism and ‘bucket’ 
research approaches 

• Vulnerability to ‘multiple 
jeopardy’: 
• mutual acceptance of 

review processes 
unaccepted to some 

 

• Industry engagement: 
• low priority; perceived low 

return on investment 

 

• Consumer engagement: 
• consumer input needed 

for the IRCI site-specific 
groups 





International Cancer Benchmarking Partnership 
(ICBP) 

 
Overcoming the challenges of international collaboration 



International Cancer Benchmarking Partnership is… 

A unique collaboration of 
clinicians, researchers, data 
experts and policy makers – 
across 13 jurisdictions in  
6 countries.  
 
By learning from the 
experience of others, sharing 
ideas, comparing outcomes 
and good practice it is possible 
to identify and build a strong 
case for how cancer services 
can be improved. 
 



What is the ICBP looking at? 

The first of its kind to be seeking to 
understand not only how cancer survival 
varies between jurisdictions, but crucially 
what factors could be driving these 
differences. 
 
Using a range of approaches over  
5 research modules. 



ICBP Coordination 

Clinical Committees 

Academic Reference Groups 

Review, advise and support 

ICBP Chair and Deputy Chair 

Working Group 

Module Chairs * 

Local Coordinator * 

Principal Investigators 

ICBP Clinical Advisor 
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Local Researcher 

Programme Board 

CRUK Programme 
Management Team 

Overall leadership and direction; 
multidisciplinary membership; 
representatives from each jurisdiction 

Review and advise the 
PI and Board 
concerning the rigor of 
methods and analysis 

Development of research methods and tools, data 
collection, analysis and interpretation; local collaboration 

Central coordination, 
facilitation and 
support; 
communications 



 

 

 

 

CHALLENGES LESSONS LEARNED 

International 
comparisons are 
complex and 
require careful 
consideration and 
planning 

• A central programme management team funded by all 
partners and by Cancer Research UK  

• Extended timescales: due to the complex nature of the 
research and the time required to develop new research 
tools 

 

A funding model 
that is fair to all and 
enables progress 

 

• Module by module funding tends to slow down progress and 
those who sign up early have had to wait for others 

• Moving to a funding model based on population size  

• Providing predictable cost estimates over multiple years 

Timezones and 
business hours 

 

• Rotate call times to share unsocial hours 

• Regular meetings schedules set at least 6 mths in advance  

• Bandwidth hours - 6am and 10pm 

 

Lack of face to face 
contact 

 

• Catch up at international conferences 

• Planning to host regular ICBP Summits  



Additional benefits of collaboration 

• Access to a network of key contacts in a range of jurisdictions   

• ‘Off-shoot’ analyses using ICBP data 

• Academic collaborations are developing and maturing 

• Learning from partners about how local health systems are 
similar / different 

• Research that is designed to influence policy and practice 
across multiple jurisdictions  

 

 

 



ICBP Findings 

• Relative survival (1995-2007) improved for patients across 
all four cancers in all jurisdictions 

• Similar awareness of cancer symptoms and beliefs about 
cancer in the public across all jurisdictions – although 
awareness of age as a risk factor was low everywhere. 

• Health care in jurisdictions have many common features but 
some subtle differences may merit further investigation, e.g. 
patient contribution to healthcare costs.  

• Correlation between readiness of primary care doctors to 
investigate potential cancer symptoms at the patient’s first 
consultation and survival for lung, colorectal and ovarian 
cancer. 
 

 



ICBP Impacts  
 
As a multidisciplinary partnerships all partners and 
collaborators are closely involved in: 

• The design and delivery of the research 
• Providing valuable local insights to enable meaningful 

interpretation of results 
• Disseminating findings and communicating with key 

audiences 
 

This leads to greater opportunities to translate ICBP findings 
and insights in to policy and practice 

 



ICBP Impacts – Policy Reach  

• England, Canada and Norway: provided 
new evidence for cancer plans and 
identifying priorities update confirming 
the ‘survival gap’ 

• NSW, Ontario, England and Wales: 
underpins projects to improving cancer 
data completeness and availability 

• Confirmed evidence underpinning public 
awareness campaigns England, Scotland 
and provide insight  for potential 
campaigns in Wales, Northern Ireland 

• Contributed evidence for ACE in England 
which is exploring innovative diagnostic 
referral pathways 



ICBP Impacts - Academic Reach  
 The partnership has:  
Pioneered a range of methods and research tools to enable 
robust and unique international comparisons  
Published 12 quality peer reviewed papers  
Findings commonly cited at conferences and in the rationale 
for other research studies  
Completed the first international comparisons of:  
 Cancer survival and stage at diagnosis using routine data  
Cancer survival and public awareness, attitudes and 
beliefs (at this scale)  
Cancer survival and primary care referral behaviour and 
health system 

 



Overcoming the challenges of 
international collaboration 
The EU Tobacco Products Directive (and 

international tobacco control more generally) 

Florence Berteletti, SFP Director 



This presentation 

• Introducing SFP 

• The Kingdon Model 

• Key success factors in the new 
TPD 

• Lessons learned 
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The Kingdon Model 

 

Policy 
Window 
Fortuna? 



Articles 
considered 

for 
revision 

Definition  

(article 2) 

Labelling 
(Article 5)  

Ingredients 
(Article  6) 

Tobacco for oral use 
(Article 8) 

Electronic 
Cigarettes 

Common List 
of Ingredients 

(Article 12)  

Import, sales and 
consumption (Article 

13) 
 

Which priorities within the TPD? 



(PS) SFP priorities  

Measures that help prevent children  and young 
people from taking up smoking   

 

A pack that tells the truth 

 

A taste that tells the truth 

 



(PS) Key misconceptions about TPD 
measures 

TPD = Increased 
illicit trade 

TPD = bad for 
business and jobs 

TPD = no evidence 
of effectiveness 

TPD = Farmers go 
out of business 



(SPO) TPD: Political and policy context 

• FCTC obligations  

• EU lagging behind in 
tobacco control 

• TPD 2001 growing out 
of date 

• Slow rate of adoption of 
pictorial warnings in MS  

• Evolving tobacco 
market 

• Commission 
commitment to review 
TPD during current 
legislature 

• Larger Parliament and 
Council 

• Countdown to 
European elections 
2014 



Parliament 

EU Legislative process and the TPD 

FIRST READING 

(Parliament and Council, 

 Jun-Oct 2013) 

EU Council 
SECOND READING 

(Parliament and Council, 

Feb-Mar 2014) 

Outcome 1a 
Council agrees with EP, 
and TPD is adopted 

Proposed TPD is presented to EP 
and Council simultaneously 

Outcome 2a  
Parliament  approves 
common position or 
takes no decision and 
TPD is adopted 

Outcome 2c 
Parliament  adopts  
amendments to 
common position 
which get resubmitted 
to Council 
 

Outcome 3a 
Council approves 
Parliamentary  
amendments and TPD 
is adopted 

Outcome 4A 
Approve joint 
text- TPD is 
adopted 

Outcome 2c 
Parliament  rejects 
Common position with 
absolute  majority and 
TPD is rejected. 

Inter-service  
consultation 

Meeting Heads 
of Cabinet 

4 External studies 

Adoption 
College of 
Commissioners 

Commission 
TPD proposal  

DRAFTING PHASE 

(European Commission, 

Feb 2009 – Dec 2012) 

Outcome 1b (most common) 
Council does not agree and draws up a 
‘common position’ which goes back to 
EP for 2nd reading 

EP adopts 
amendments & 
submits to Council 

IA 
Public consultation 

Outcome 3b 
Council rejects 
Parliamentary  
and Conciliation 
Committee is 
convened 

Outcome 4b 
No joint text.   
TPD is rejected 

Stakeholder meetings 

2 SCENIHR opinions 

2 Eurobarometer surveys 

EESC 
opinion 

8 IASG meetings 
National Parliaments 

opinion 
CoR 

opinion 



IMPACT ASSESSMENT 

2009 2010 2011 2012 2013 2014 2014 

Mar 2014 
Council  
adopts 

proposal 

Feb 2014 
Parliament 

adopts 
proposal 

Dec 2013 
Trilogue 

agreement 
reached 

Oct 2013 
Parliament 

vote 

June 
2013 

Council 
common 
position 

Dec 
2012 

EC 
adopts 

proposal 

IASG 

July 2012 
IAB 

approves 
proposal 

IASG IASG IASG IASG IASG 

Feb 2009 
Launch TPD 

revision  
&  

Impact 
Assessment 

Sept-Dec 2010: Public consultation 

Dec 2010-Nov 2013: Stakeholder consultation meetings (specific & ad hoc) 

Nov/Dec  
2012  
Inter 

Service 
Consultation 

 SCENIHR OPINIONS 
Smokeless tobacco (2008) 

Additives (2010) 
 

EUROBAROMETERS 
Nr 332 Tobacco (2010) 

Nr 385 Attitudes on Tobacco (‘12)  
 

COMMISSIONED STUDIES  
 GHK Consulting 

RAND impact assessment 
Matrix Insight 

RAND (new tobacco & nicotine 
products) 

Revised 
TPD 

expected 
to come 

into force 
in May 
2014 

TPD review timeline 

Slide courtesy of Professor Anna Gilmore & Silvy Peeters, University of Bath 
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TPD Key Success Factors 

1. The Commission’s tobacco team (Stream of 
Politics) 

2. The Irish Presidency ((Stream of Politics) 

3. The EP Rapporteurs (Stream of Politics) 

4. The united front made by the NGO 
community 

5. The Dalli Gate (Stream of Problems) 

6. The Industry Leaks 

 



The united front made by the NGO  
community 



Result of coalition work achieved by SFP 



 Lessons learned 

• Even a very small group can make a large 
difference if it works strategically 

• Working together has never been more 
important 

• Never, ever give up: for every challenge, there is 
an opportunity 

• Generating media coverage at key points in the 
process and when faced with unpredictable 
events was very useful 

• Every vote counts, even when 766 available in the 
Parliament and 352 in the Council 



Recommendations: 

• Some funded coordination is essential 

• Play to each others strengths and respect the different 
remits and levels of resources that each can bring 

• Develop consensus by reviewing the evidence, 
assessing the politics, agreeing the objectives and 
tactics 

• Be prepared to work collaboratively and sometimes let 
others take the credit 

• Remember the common goal and the common 
enemy-when we are not united, the tobacco industry 
wins 

 
25 November, 2015 



The TPD outcome  

TC community asks TPD outcomes 





International collaboration on policy 
to prevent cancer and other nutrition-
related NCDs 

World Cancer Leaders’ Summit November 2015 

Professor Knut-Inge Klepp 

Executive Director, Norwegian Institute of Public Health 



World Cancer Leaders’ Summit 

Overview 

 

Improving international collaboration to advance the 
evidence for policy around nutrition  

 
 

 The role of evidence in the policy process 

 

 Policy Advisory Group 

 

 NOURISHING framework & policy database 

 



World Cancer Leaders’ Summit 

The role of evidence in the policy process 
 

Evidence is vital in the formation, implementation and evaluation of policy actions  

 

 How does the role of evidence differ from country to country?  

 

 What does the policy-making community really need in order to act? What is the role of 
evidence in this? 

 

 What forms of evidence are needed?  

 

 What evidence is needed to overcome barriers to action?  

 

 How should the evidence be framed so that it can be most effectively used by policy 
makers?  

 

 What outputs would be most useful and how could they be most effectively 
communicated? 

 



The Norwegian School Fruit 
Programme 



Policy Advisory Group 

 A new initiative launched April 2015 

 

 Advice on developing a process of updating, interpreting and 
communicating the evidence for policy 

 

 Provides insight into a range of challenges associated with policy 
development and implementation in different contexts & countries 

 

 High level, geographically diverse  

 

 

 

 

Aim: meet the evidence needs of policymakers 

to support the development and implementation 

of more effective policy action to promote 

healthy diets 



MEMBERS 

Ms Sondra Davoren 

Cancer Council 

Victoria, McCabe 

Centre for Law and 

Cancer 

Australia 

Professor Sir Trevor 

Hassell 

Healthy Caribbean 

Coalition 

Barbados 

 

Dr Hasan Hutchinson 

Office of Nutrition Policy 

and Promotion, 

Department of Health, 

Canada 

Dr Knut-Inge Klepp 

Division of 

Epidemiology, 

Norwegian Institute of 

Public Health 

Norway 

Dr Shiriki Kumanyika 

University of 

Pennsylvania’s 

Perelman School of 

Medicine 

US 

Dr Feisul Mustapha 

Ministry of Health (NCD 

Section) 

Malaysia 

Dr Anna Peeters 

Baker IDI Heart and 

Diabetes Institute 

Australia 

 

Dr Juan Rivera 

National Public Health 

Institute 

Mexico 

Ms Sandhya Singh 

National Department of 

Health 

South Africa 

 

 

Dr Mike Rayner 

British Heart 

Foundation Centre on 

Population Approaches 

for NCD Prevention  

UK 

 

OBSERVERS 

 
Dr Tim 

Armstrong 

World Health 

Organization  

Dr Francesco 

Branca 

World Health 

Organization 

 

Dr Heather 

Bryant 

UICC 



www.wcrf.org/NOURISHING 

• Platform for 
advancing 
the evidence 
for policy 

 

• An 
‘Instrument 
for change’ 

 



255 actions across 100 countries 



World Cancer Leaders’ Summit 

Summary 

• Evidence for policy process is complex and differs between contexts & 
countries 

 

• But many similarities and parallels as well – NOURISHING helps to 
clarify complex process 

 

• The Policy Advisory Group provides insight into challenges associated 
with policy development & implementation and provides policy 
relevant evidence to accompany implemented actions included in 
NOURISHING 

 

The outcome: international collaboration around nutrition policy to 
influence government action 

 



 

Thank you! 
 

 

Knut-Inge.Klepp@fhi.no  

 
 

For more information contact:  

policy@wcrf.org  

World Cancer Leaders’ Summit 
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