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1. PRESENTATI ON OF THE CURRENT REPORT

The chapter * Summary and introduction’ provides the main information about the project.

The present report also explainsin detail:

0 Theorganisational aspects of the project (see the Annex 1 for information on participants);

o0 Theactivity schedule of each EUROCHIP group in the first phase of the project;

o  First result: The form. We have prepared a form to be filled to explain the indicators. An
annex specifies the meaning of each field. The form has been prepared by the Access program
and it is now available on the web;

0  Second result: the actual list of indicators;

0  Annexes 2-6 reports several contributions from participants:

0 Annex 2. Report of the Group of Specialists from the UK and Ireland.

0 Annex 3. Report of the Group of Speciaists from Greece.

0 Annex 4. Report of the Group of Specialists from Austria.

0 Annex 5. Report of the Group of Specialists from Denmark.

0 Annex 6. A contribution by Dr. Mike Richards (UK). Questions and Priorities
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2. SUMVARY AND | NTRODUCTI ON

21 AIM

The European Cancer Health Indicator Project (EUROCHIP) is one of the projects funded
by the European Commission for the Health Monitoring Program (HMP). EUROCHIP is aimed to
develop acomprehensive list of health indicators on cancer according to the agreement of numerous
European cancer experts. The list will include variables on the prevalence of risk factors, pre-clinic
activity, cancer occurrence, clinical follow-up, cancer recurrences, patient survival, diagnostic and
therapeutic procedures, effectiveness of cancer care, outcome and care prevalence. The list will
include both variables aready proposed from other HMP projects (a connection between
EUROCHIP and these projects will be promoted) and new variables specific for cancer not yet
suggested from the HMP projects.

2.2 THE ORGANISATION
A complex organisation was created to develop the list and achieve the maximum consensus
among experts and institutions involved in cancer in Europe. This organisation is composed by
various groups with different roles.
STEERING COMMITTEE (5 persons): has a decisiona role on the many aspects of the
project
PANEL OF EXPERTS (21 persons): includes one expert for each EU member, and some
experts from cancer institutions and the major European cancer networks (IARC, Breast
network, Cervix Network, EUROCARE, EUROPREVAL, NCI, OECD, ENCR, and IARC).
PE has the main role to discuss and prepare the list and to organise the national groups of
specialists.
NATIONAL GROUPS OF SPECIALISTS:. are set up by the members of the “Panel of
Experts’ and they include members at national level. They have the role to discuss the
indicators from the national point of view.
DOMAIN GROUPS OF SPECIALISTS: are organised at the European level with European
specialists in five mgjor cancer domains (prevention, screening, data registration and
epidemiology, macro-health variables, and clinical aspects and treatment).
METHODOLOGICAL GROUP: concerned with methodological aspects related to the
indicatorsincluded in the list.
WORKING TEAM (5 persons): supports the work of other groups from organisational point

of view.
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The final aim of the entire organisation is to suggest health indicators (with a maximum consensus)

and explain the meaning of and reason why each indicator is necessary, throughout an iterative

method. A preliminary list was prepared, commented and modified, producing a second list, that

substitutes the first one. The second list was considered for a second step of discussion and so on.

2.3

RESULTS

Thisfirst part of the project was dedicated:

1.

To contact and co-ordinate people involved in different fields from different countries to
develop the complex organisation of the project. Up to now 102 persons from all the European
countries have been directly involved in the project.

To organise several meetings in Europe: 3 meetings of the Steering Committee, 2 meetings of
the Panel of Experts and 8 meetings of the Groups of Specialists.

To create an agreed form to describe the indicators. This form has been already used.

To develop a preliminary list of indicators and organise the first step of discussions on it. The
preliminary list was discussed by Groups of Specialists at national level and each group gave a
rank of importance and priority to each indicator. The preliminary list included 158 indicators
and the Panel of Experts, according to the suggestions coming from the Groups of Specialists,
provided a second list of only 101 indicators (during the process 54 indicators have been
eliminated). Among these 101 indicators, 31 resulted already studied from other HMP projects
and 16 were new indicators at high priority, not studied yet.

To organise a web-ste where the EUROCHIP materid is presented
(www.istitutotumori.mi.it/project/eurochip/homepage.htm). A mailing list has been aso
carried on. In thisway people have the opportunity to comment the list.

Next steps of the project are:

a)

b)

To fill the form of each indicator providing the operational definition and proposals regarding
methodol ogical problems. We will start from the indicators at the highest priority.

To discuss the list with the groups of specialists from the 5 domains at the European level.

To present the list at the national and international congresses on cancer and on scientific
journalsin order to improve the consensus on the indicators.
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3. FRAMEWORK OF THE PRQIECT AND ROLES OF THE
GROUPS

This following framework illustrates the structure of the organisation of EUROCHIP. In the next

page the roles of these groups are presented.

SC

Steering Commitee

Working Team

MG

PE

Panel of Experts

®E OO

GSZ Groups of specialists at national level or
international level (5 major domains)

M ethodol ogical
group

PO

@O
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3.1 ROLESOF GROUPS
SC: STEERING COMMITTEE

Select members of other groups,

Suggest possible health indicators,

Guide the work of the PE and MG;

Give comments on PE, MG and WT suggestions,
Validate reports on month 9" and 18™.

WT: WORKING TEAM

Organise mesetings,

Contact each participant;

Co-ordinate amailing list;

Inform the SC about news and mails;

Organise available material on indicators;
Integrate the results produced with those of other projects included in the HMP;
Prepare areport on month 9™ and 18™.

PE: PANEL OF EXPERTS

1. Suggest and explain health indicators;

2. Check the availability of indicators;

3. Propose and contact specialists for national meetings to discuss the list, and check for the
availability of the indicators;

4. Try tointegrate the cancer indicator list in the HMP.

MG: METHODOLOGICAL GROUP

1. Discuss methodological problems of the indicators and their operational definitions;

2. Comment the level of standardisation of the indicators;

3. Propose methods to test the validity of the indicators;

GS: NATIONAL GROUP OF SPECIALISTS

1. Discussthe priority level of the indicator according to the national value;
2. Inform about the aims and the results of EUROCHIP

DGS: DOMAIN GROUP OF SPECIALISTS

1. Discuss about the indicators according to the domain
2. Proposeindicators not yet considered

o w NP

N o o~ wbdPE

For the participants of each group see Annex 1.
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4. SCHEDULE OF THE ACTIVITY

Table 1 presents the schedule of the meetings carried out during the first part of the project. Table 2
shows the schedul e of the meetings during the following months. Table 3 gives the working plan for
thisfirst period.

41 MEETINGS

Table 1. Meetings already hold.

DATE  |GROUP PLACE
1 25-11-2001 [STEERING COMMITTEE (Informal meeting) Arona(l)
2 | 29-01-2002 [STEERING COMMITTEE L uxembourg
3 | 21-02-2002 [PANEL OF EXPERTS Milan (1)
4 | 22-04-2002 [GROUP OF SPECIALISTS. AUSTRIA Innsbruck (A)
[GROUP OF SPECIALISTS. UNITED KINGDOM +
5 02-05-2002 IRELAND London (UK)
6 | 0805-2002 |STEERING COMMITTEE Naples (1)
[GROUP OF SPECIALISTS .
7| 1314052002 L a1 v + AUSTRIA + FRANCE + GERMANY Maiori (1)
GROUP OF SPECIALISTS .
16-05-2002 ok GjuM + NETHERLANDS + LUXEMBOURG | Maastricht (NL)
9 [ 17-05-2002 [GROUP OF SPECIALISTS. PORTUGAL Lisbon (P)
10 | 16-05-2002 ||GROUP OF SPECIALISTS. SWEDEN Stockolm (S)
11 | 21-05-2002 ||GROUP OF SPECIALISTS. GREECE Athens (GR)
12 | 25052002 [|[GROUP OF SPECIALISTS. SPAIN Madrid (E)
13 | 29/30-05-2002 [PANEL OF EXPERTS Arona(l)
Table 2. Meetingsto be held.
DATE  |GROUP PROBABLE PLACE
1 Sept 2002  [METHODOL OGICAL GROUP Milan (1)
DOMAIN GROUP OF SPECIALISTS .
2 | ©ct—Nov 2002 ‘|CANCER REGISTRATION + EPIDEMIOLOGY Murcia (E)
DOMAIN GROUP OF SPECIALISTS
3 || Oct — Nov 2002 ‘|PREVENTI ON Amsterdam (NL)
DOMAIN GROUP OF SPECIALISTS
4 | Oct — Nov 2002 ‘SCREENI NG Athens (GR)
DOMAIN GROUP OF SPECIALISTS .
5 | Oct — Nov 2002 ‘|CLI NIC AND TREATMENT Edimburgh (SCO)
DOMAIN GROUP OF SPECIALISTS .
6 | ©ct—Nov 2002 ‘|MACRO-HEALTH VARIABLES Paris (F)
7 Nov 2002 [PANEL OF EXPERTS Sicily (1)
8 Dec 2002 [METHODOLOGICAL GROUP
9 Jan 2003  [ALL PARTICIPANTS
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4.2 WORKING PLAN
Table 3. Time-table showing the activity in thefirst period of the EUROCHIP project
DATE |WORK
Jan I The Steering Committee (SC) starts hiswork. SC discusses the EUROCHIP organisation,
2002 it composes the Panel of Experts and plans the future steps of the EUROCHIP work and
the criteriafor the composition of thelist of indicators
Feb | The Working Team contacts the members of the Panel of Experts. In the first Panel of
2002 Experts meeting specific aims of the project are commented.
- A preliminary list of indicators is ready (it is composed by the available lists of the HMP
Mar projects and international data banks).
2002 | The Panel of Experts members start to organise National Groups of Specialists.

- The Working Team composes a preliminary form.

Apr |- The Working Team specifies characteristics (definition, meaning, use, caveat) for each
2002 indicatorsin the preliminary form.

- All the National Groups of Specialists are operative. During the meetings their task is

discussing the preliminary list and assign a priority-level from O (low priority) to 3 (high
May priority) to each indicator. New indicators are chosen to substitute some indicators
2002 present in the list.
- The Panel of Experts presents the work of the Group of Specialists and applies a new
rank for each indicator: from A (high priority) to E (indicator pertinent to other groups).
un I The Steering Committee plans the future meetings.
2002 The Working Team works on the present interim report.
- The Panel of Experts indicates Specialists for the 5 cancer Domains Groups.
- The Working Team organises the future international meetings.
Jul 2002 The Methodological Group startsits activity.

- Theactua list of indicators is presented on the web.

- The second phase of EUROCHIP will start: 5 Domain Groups of Specialists will select
the best indicators for each domain. The 5 Domain areas will be: prevention, screening,
cancer registration and epidemiology, macro-health variables, clinic and treatment.

Sep | TheMethodological Group will work on the indicators of the rank A.
2002 | The Working Team will compare the results of EUROCHIP with those from other
HMP.

- The list will be presented during the congresses about cancer and published on|
specialised papers.

- The task of the 5 Domain Groups of Specialists will be: providing operational definitions

loct-Nov of the indicators and identifying methodological problems.
2002 The list and the range will be discussed anyway.

- The forms of the indicators will be dispensed to be filled in. The results obtained will be

discussed.
D - The Methodological Group will work on new methodological problems as suggested by
ec L
2002 the Group_ of Spec!al ists.
- Thelist will be going to be completed.
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5. THE FORM PROPOCSED BY EURCCH P TO DESCRI BE
| NDI CATORS

The form isdivided into three sections:

1. DESIRED INDICATOR: including all characteristics of indicators we wish to have.
Consequently, this section shall befilled for each indicator.

2. METHODOLOGY: including the operational definition of the indicator we wish to have,

information on possible sources and methodological issues.
3. AVAILABILITY: including information on the availability in different countries.

Two fields are not modifiable: Code and Acronym.

The other fields are all modifiable providing that fields Version, Date and By are updated.

Thefields underlined are with multiple reply.

In the following pages the form is presented with the description of al fields by the three sections.
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Code I Werzion

—

Drate I By

Marne of indicatar |

Acronym I R ark |

D

E Cancer type |

S FRelevancefor [~ Frevention [ Screening [T Diagnosiz [ Treatment [T Surveilance [T Endresults

Il:l Cateqgory [T Demogiaphic and socio-economic factors [T Healthstatuz [~ Determinant of health [~ Health spstem

E  Genenic definition

D

R ationale

|

N [Jtiliby

Ilj Caveat

C .

A IIrit of measurement

T Sex By age class

0 & 1 & F & MandF separately & M+F together & Mot collectable @ ez & No & Mot collectable

R Modalities of clazsification

M HUMERATOR:

E Dpn_arg_tiu:unal

! dEHtET DENOMINATOR:

0

g Ml Gam s HUMERATOR:

L get the DENOMIMATOR:

0

G REQUESTS TO METHODOLOGICAL GROUFP O -

Y Datacolecion| ¥ © N Qualty check| € ¥ € N Standstdization| ¢ v ¢~y -valable methods |r' v N

By Mation | By Subnational areas | By Sex ByAne | By Temporal trends

Mat collectable r r r r r
Ausztria r r r r r
Belgiurm r I_ I I I
Dermnark. r I_ I I I

3 Firland r r r r r

A France r [ r r r

| Germany r r m = r

L Greece r r r r r

A Ireland [ I_ r r r

B taly r = Q| - r

II_ Luxembaurg I I_ r I I

| Metherlands r r r r r

T Partugal r I_ I I I

Y Spain r r R r
Sweden r [ r r r
Urnited Kingdam I I_ I I I

Dratabarks where
indicator iz available

References

M okes
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5.1 “DESIRED INDICATOR” SECTION
FIELD DESCRIPTION
Code Identification number of indicator (in correspondence with the number present
intheindex list (Annex A)).
NON MODIFIABLE
Version Number of version of the form given by the group in thefield “BY”
Date Date of compilation of thisversion of the form
By Name of the author/s or Group who compiles the form

Name of indicator

Name of the indicator
OPEN TO MODIFICATION

Acronym Acronym of the indicator as given by the Working Team
NON MODIFIABLE
Rank Indicating the rank given to the indicator by the Group in the field “BY”. The

final rank will be agreed on by the Panel of Experts

Cancer type

Follows the cancer site.

Relevance for Follows the natural disease history: Prevention, Screening, Diagnosis,
Treatment, Surveillance, End results.
Category Follows categories proposed by ECHI project: Demographic and socio-

economics factors, Health Satus, Determinant of health and Health System

Generic definition

Generic and non operational description of the indicator. Formal and concise
statement aimed to introduce the indicator that is being dealt with

classification

Rationale Purpose of indicator. What is the aim of this indicator?
Utility Possible area of application for the indicator
Caveat Any possible problem that could arise in relation to the indicator
Unit of Synthesised unit of measurement
measurement
Sex Sex classification amongst these choices:
M Indicator for males only
F Indicator for females only
M and F separately Indicator for males and femal es separately
M+ F together Indicator without sex distinction
Not collectable Sex classification is not possible
By age class Age grouping amongst these choices:
Yes Indicator needs age grouping
No Indicator does not need age grouping
Not collectable Age grouping is not possible
Modalities of Modalities (other than age and sex) by which data should be collected
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5.2 “METHODOLOGY” SECTION
FIELD DESCRIPTION
Operational Formula for calculating the indicator with distinction between numerator and
definition denominator quantities
How can we get the | Sources where we can possibly find the data for the numerator and the
information? denominator of the operational definition
Requeststo Questions for the Methodol ogical Group:
methodol ogical Data collection Arethere any data collection problems that
group on have not yet been solved? (Y/N)
Quality check Are there any quality check problems that have
not yet been solved? (Y/N)
Sandardization Are there any standardization problems that
have not yet been solved? (Y/N)
Available methods Are there any available methods to estimate the
indicator? (Y/N)
53 “AVAILABILITY” SECTION
FIELD DESCRIPTION
Availability To assess wether the indicator is available at national (By nation column*)

* MANDATORY

and/or subnational level (By subnational areas column) and weather the data
are also available by sex, age and temporal trends. The various national sources
will be mentioned in an appendix in correspondence to each indicator available

Databankswhere |Indication of the databanks where information is aready present at national
indicator is level

available

References References useful for describing the indicator

Notes In thisfield any type of problem can be raised by the BY field authors
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6. THE ACTUAL LIST OF HEALTH | NDI CATORS FOR
CANCER PROPOSED BY EURCCHI P

The indicators are proposed by the following three axes of classification:

1. Magjor axisof classification: the natural history of cancer

a. Prevention domain: Causes & Risk factors, Preclinical disease
b. Occurrence domain: Symptoms-Diagnosis-Treatment
c. Outcome domain: Clinical follow-up, Recurrences, Rescue treatments, Palliation, Death

2. Axis correspondent to the recommended ECHI classification of health indicators:
a. Demographic and socio-economic factors

Health determinants

Morbidity/general health status/mortality

Health system performance, health care resources

Health expenditures

® oo

3. The other axisisthe Type of cancer for which indicators are required:
a. All cancers combined
b. Major cancers (in terms of incidence or prevalence):
- Lung
- Breast
- Colorecta
- Prostate
- Stomach
- Head and neck (especially relevant for Southern Europe)
- Melanoma
c. Sentinel cancers:
- Kaposi
- Mesothelioma (for etiology)
- Tedtis
- Hodgkin
- ALL childhood cancers (for treatment)
- Cervix (for etiology and early diagnosis)
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In the Table 4 of the 6.1 chapter the list of indicators is presented with the priority rank as given by
National Group of Specialists. Ranks are as follows:

Most important 1 |Low priority
Second priority 0 |Not supported for use as an indicator

N[

In the last column of Table 4 the ranks given by the Panel of Experts (PE) are presented. The Pand
of Experts applied the following ranking:

Direct indicator — Important —
With or without any problem

Potentially useful but with presenting
agreat deal of problems

Indirect indicator — Important —

Very low priority — Irrelevant

With or without any problem
E |Already available by other groups Code

The indicator isinserted in the
indicator with thiscode

In Tables 5.a-5.g the indicators are grouped by Panel of Experts ranking and attributed to the 5
Domains of Groups of Specialists.
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6.1 TABLEOFINDICATORS

14

Table 4. List of indicator swith suggestions from Group of Specialists and Panel of Experts.

- po)
AEHEIHEIEE
Table4 AR T
Pyl - S
5|g|2|2|]
X|Z| &
1. Prevention domain: Prevalence of major estimates
1.01.Tobacco
1.01.1.  Adult daily smokers 3{3(0|3|3|2]|3 A
1.01.2.  Childhood daily smokers 313]|0 312|2]| 1011
1.01.2a Routine surveys on childhood smoking 3 1011
1.01.3. Tobacco sales 112|102 2|3|2 B
1.01.4. Tobacco price 122|012/ 1|3 |1 B
1.01.5. Anti-tobacco advertising 0O{0|0|21|0|0|0]| 1016
1.01.5a Money spent on anti-tobacco-advertising 0 2 1.01.6
1.01.6. Tobacco legislation on smoking proibition in public places 212|012 1]|12]1 B
1.01.7. Smoking cessation services 2120 12| 1| 1016
1.01.8. Agestarting smoking 3| 1011
1.01.9. Ex-smokers 3| 1011
1.02.Dietary factors
1.02.1.  Daily consumption of Fruit & Vegetables 3{3(0|2|2|3|3|AandE
1.02.2.  Daily consumption of Vegetable Fibre 0[{0(0|1|1|0|0|CandE
1.02.3.  Daily consumption of Mest 11|01 |1]1|1|CandE
1.02.4. Daily consumption of Processed mest 0[{0(0|1|0|0|1]|CandE
1.02.5. Daily consumption of Alcohol 3[{3(0|23[3|2|3|AandE
1.02.6. Sales of organic produce 2 D
1.02.7.  Indirect indicators
1.02.7.1. Diabetes mortality 0|{0|0|23{0|1]|0O0 D
1.02.7.2. Alcohoalic cirrhosis mortality 0|{0|0|23/0|1|1 D
1.03.Weight Profiles
1.03.1. BMI 2]3[]0]23][3]2]3]AandE
1.04.Physical activity
1.04.1. Activevs sedentary occupations 0{0|0|212|0|0|0O E
1.04.2. Indicator of physical fithess 2 0 2 E
1.04.3. Physical activity at work 2 E
1.04.4. Physical activity at laisuretime 2 E
1.05.Air pollutants
1.05.1. Determinants
1.05.1.1. Vehicle density 0{0|0|212|0|0|0O D
1.05.1.2. Industrial density 0{0|0|212|0|0|0O D
1.05.2.  Actua measurements
1.05.2.1. PM 10 emissions 1(2(0]1|1|1]|2|BandE
1.05.2.2. NO2 emissions 0/0|0]j1|0|1]0 D
1.05.2.3. SO2 emissions 0O({0|O0O|21|0|1]|0O D
1.05.2.4. O3 emissions 0/0|0]j1|0|1]0 D
1.05.2.5. PAH Emissions 2 D
1.05.3. Effects
1.05.3.1. Prevalence of asthmatic disease 0O{0|0O0|21|0|O0|O D
1.05.4. Radon exposure in households 12| 21|0 1|0 C
1.05.5. Radiation exposure 2 D
1.05.6. Electromagnetic field exposure 2 D
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AEHEIHEIEE
Table4 2@ B2 mz @
Dl E olle)
m W) - m >
X|Z| =M
1.06.Occupationa risks
1.06.1. Prevaence of exposure to carcinogenic chemicals such as
1.06.1.1. Exposure to asbestos 2|12|10]1|3|2]2 A
1.06.1.2. Exposure to polycyclic aromatic hydrocarbons 0/0|0]|1]1 0 C
1.06.1.3. Exposure to solvents 0/0|0]j1|0|1]0 D
1.06.1.4. RA7 characterisation of substances responsible for
. ; 2 D
carcinogenic effects
1.07.Infections
1.07.1.  Seropreva ence of Hepatitis B/C 12/ 2|0]2|2|1|1|AandE
1.07.2.  Seroprevalence of HPV 12/ 0| 0]2|2|]1|0|CandE
1.07.3.  Seroprevaence of HIV 1-2 0|2|1|1|0|AandE
1.08.Reproductive factors
1.08.1. Fertility 0|1]0 0|1]0 D
1.08.2. Ageat first pregnancy 1{1|0(23/0(1|1 D
1.08.3. Ageat menarche 1/0|0|12]/0(1|1 D
1.08.4. Ageat menopause 0/0|0j12{0| 1|0 D
1.09.' Preventive' Drugs
1.09.1. Ora Contraceptive drug 1{1(]0j21]21(1|1 E
1.09.2. Hormona Replacement Treatment drug 111011 ]1]|1 E
1.09.3. NSAID drug 0j0j0O0|1|0|1]|O0 D
1.10. Socio-economic determinants
1.10.1. Education leve attained 213]0(3|2]2]|3 E
Deprivation indexes 3|10 1 E
Income 3|10 1 E
1.10.2. OECD indexes of health and welfare
1.10.2.1. Gross Domestic Product O(3|]0|1(2]|2]|3 E
1.10.2.2. Total Social Expenditure 0|3|0|1|2|2]|3 E
1.10.2.3. Total National Expenditure on Health 3/0(2]|3|2]3 E
1.10.2.4. Total National Expenditure on Cancer 313|0 2|2 A
1.10.2.5. Total Public Expenditure on Health 3/0(2]|3|2]3 E
1.10.2.6. Total Public Expenditure on Cancer 313|0 3122 A
1.10.3. Demographic determinants
1.10.3.1. Percentage of elderly in 2010, 2020, 2030 213]0(3[3|2]3 E
1.10.3.2. Age distribution of the population 3 2 E
1.10.3.3. Percentage of migrants 3 D
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2. Occurrence domain
2.01. Preclinica phase |
2.01.1. Early detection facilities and activity
2.01.1.1. Mammography 0 0/3|/0|3]|0 D
2.01.1.2. Breast cancer screening 313|0 313]|3 A
2.01.1.3. Cervical cancer screening 330 3133 A
2.01.1.4. Occult blood 1|0 1120 C
2.01.15. PSA 110 1123|0 C
2.01.1.6. Endoscopy / colonoscopy 1|0 113]0 C
2.01.2. Indirect indicators of screening activity (early detection)
2.01.2.1. Incidence of in situ carcinoma of cervix (for Greece olol2lol2!o0 C
only in organized screening settings)
2.01.2.2. Incidence of DCIS and LCIS of breast (for Greece 313|213 l3]l2 B
only in organi zed screening settings)
2.01.2.3. Incidence of adenocarcinomain adenomatous polyp 1102 1|0 C
2.01.2.4. Incidence of A stage for prostate (in the AUS classif) 0|02 0|0 C
2.01.3. Peformance of early detection programs (for Greece
specifically per site and per time interval)
2.01.3.01.  Screening volume 313|/0]2|3|3]2
2.01.3.02.  Screening recal rate 310|2|3|3]|2
2.01.3.03.  Screening detection rate 3/]0(2|3|3]2
2.01.3.04.  Screening localized cancers 3/0[2]3]3[2] a8
2.01.3.05.  Screening positive predictive value 3/]0(2|3|3]2 5 >
2.01.3.06.  Screening benign/malignant biopsy ratio 3/]0(2|3|3]2 o LLH
2.01.3.07.  Screening conservative vs radical treatment 3[0[2]3]3]2] En
2.01.3.08.  Screening interval between detection and treatment 310|]2|3|3]|2 w 8
2.01.3.09.  Screening ‘interval cancers 3|]0(2|3|2]2
2.01.3.10.  Screening sensitivity 3|10] 2 3|2
2.01.3.11.  Screening Specificity 3|10] 2 3|2
2.02. Clinical phase |
2.02.1. Incidence
2.02.1.1.  Coverage of cancer registration 3{3(0[3|3|3|3 A
2.02.1.2. Quality of cancer registration
22121. DCO 213]0(2|2|3]|0 E
2.2.1.2.2. Incidence/mortality 1103|210 E
2.2.1.23. Percentage of istologica cases (for Greece % of 5 ol 212120
laboratory-verified tests)
2.02.1.3. Standard descriptive indexes
2.2.1.3.1. Incidencerates 3{3(0|3|3|3|3|AandE
2.2.1.3.2. Incidencetrends 3 0 2| 3| 3202131
2.02.2.  Symptoms
2.02.2.1. Interval between first symptoms and diagnosis 3 0/{0|3|0|0 A
2.02.2.2. Interval between first symptoms and first definitive 3 0 3lolo
treatment
2.02.2.3. Interval between first medical attendance and 3 0 3lo0lo0
definitive treatment
2.02.3. Diagnosis
2.02.3.1. Interval between diagnosis and treatment 3 0|2|3|3]|2 A
2.02.3.2. Diagnostic facilities (CAT, Magnetic Resonance
Equipment, colonoscopie, upper Gl endoscopies, 0 1[0 3 B-E
PET)
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2.02.4.  Extent of disease
2.024.1. ENCR ‘condensed’ TNM 3333333 A
2.0242.  TNM not available (for Greece not necessary as an 3133 1| 20041
indicator)
2.02.5. Stagedeterminants
2.02.5.1. EUROCARE ‘condensed’ C factor 3|]2|3|1]2]|2]|1 B
2.02.5.2. C factor not available 312|372 21| 20251
2.02.6. Extent of Biological characterization of tumours
2.02.6.1. ER 0
2.02.6.1.1. % available 313]3 3|1 B
2.02.6.1.2. %+ve 1|1 3|1 D
2.02.6.2. PR 0
2.02.6.2.1. % available 313]3 3|1 B
2.02.6.2.2. % +ve 1|1 3|1 D
2.02.6.3. HER for breast cancer 3|10 1 D
2.02.6.4. C-kit for GISTs 3 D
2.02.6.5. EGFR Per specific site + %ve 3 D
2.02.6.6. % of patients with biological characterisation of 3 5 1 D
tumour carried out (for Greece + % ve)
2.02.7. Primary Treatment
2.02.7.1. Availability of treatment facilities
2.02.7.1.1. Radiation equipment (LinAcslessthan10yrsold) | 3 | 3 (3|2 | 3| 3| 3 A
2.02.7.1.2. % of centresat least 2 radiation LinAcs equipm 3|3 213 A
2.02.7.1.3. Patientstreated by activity volume of the unit 3|3 ?|2
2.02.7.1.4. N. of bed-days attributable to cancer care 3 1 211 C
2.02.7.1.5. % patients receiving multidisc. cancer care 3 3 2|1
2.02.7.1.6. Transferability of cancer patients from specialised 1-
to general hospitals 2
2.02.7.2. Availability of specialists
2.02.7.2.1. Genera practitioners (for Greece Internists) 1 O|1|1]1]1 D
2.02.7.2.2. Doctors by specidization (Specidlists in radio-
therapy, Radiographers, Physicists, Haematologists
Radiologists, Psicologists working in oncology,| 3| 3| ?|1|3|1|2|AandE
Palliative care nurses, Palliative care phisicians)
( For Benelux: graduated after 1980)
2.02.7.2.3. Surgeons with an annua cancer workload more 310l 2 olo
than a certain nr of patients specified in guidelines '
2.02.7.3. Percentage of patients (with a given cancer) who
were seen by consultants with a workload of more| 3 | O | 3 0|0
than x patients with that cancer per year
2.02.7.4. % of patients with access to multidisciplinary care 310]|3 0|0
2.02.7.5. % children cured in specialised children cancer centr. 3 ?|2
2.02.7.6. Accepted guideline
2.02.7.6.1. Guidelinesexist (for Greece Protocol s exist) 1{1(]0j2|1|1|1 D
2.02.7.6.2. Compliance with guidelines 313|132 1)1 A
2.02.7.6.3. % of peopleinvolvedin clinical trials 3 1)1 B
2.02.1.7.  Proportion of patients treated with
22171  Patientstreated by surgery (if site-specific) 3|3 212|112 E
2.2.1.7.2. Patientstreated with conservative surgery 3|3 2 1]2 C
2.2.1.73. Patients treated with radiotherapy (Separate into 3|3 ol3|112 C
primary/other or by intent - curative/palliative)
2.2.1.7.4. Patientstreated with adjuvant chemotherapy 3|3 212|112 C
2.2.1.75. Patientstreated with hormonal treatment 3|3 212|112 C
2.02.1.8. Reportsto official bodies on radiotherap. activ. 3 C
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3. Outcome domain
3.01.Surviva (for Greece Only where atumour registry exist)

3.01.1. Observed surviva Aand E
3.01.1.1. 1-year observed survival 0|0 3/0|0]0| 3011
3.01.1.2. 5-years observed survival 0|0 3/{0(0|0]| 3011

3.01.2. Rdativesurvival Aand E
3.01.2.1. 1-year relative survival 3|3 3|13|2|3| 3012
3.01.2.2. 5-yearsrelative survival 3|3 3|13|2|3| 3012
3.01.2.3. 10-yearsrelative survival 3 3.01.2
3.01.2.4. Relative survival for al cancers 3 1 3| 3012
3.01.2.5. 30-day mortality 3|3 2103 C

3.02.Recurrences

3.02.1. Proportion of local recurrences 3|3 02|00 C

3.02.2. Time after progression of distant methastetis 3 0|0 C

3.03.Proportion of cured patients 3] | Jo]3] Jo]J] 3012
3.04.Average survival of fatal cases 3] | [2]2] Jo]J 3012
3.05. Prevalence Aand E

3.05.1. Tota prevalence 1]2 31121 3.05

3.05.2. 5-yearsprevalence 1]2 31121 3.05

3.05.3. 2-yearsprevalence 1]2 31121 3.05

3.05.4. ‘Morbid prevalence 1]2 1112 3.05

3.05.5. ‘Preemorbid’ prevaence 1|0 0/0|0]O0 D

3.06.Quality life of cancer patients

3.06.1. Patientswith social and home assistence 0|0 10|00 C

3.06.2. Quality of life at one year (QLQC30) 3|10 0|0 C

3.06.3. Experience of cancer care 3|10 0|0 C

3.06.4. Functiona status at one-year (SF36 or QLQC (EORTC)) 3|10 0|0 C

3.06.5. Rehahilitation programs (Y/N) 3 C

3.06.6. Oncology nurses 3 D

3.06.7. Paliative care nurses 3 D

3.07. Indirect indicator for pain treatment

3.07.1. Useof morfine 3|3 133 A

3.07.2.  Pain units and hospices 3|3 1 3|2 A

3.08.Mortality

3.08.1. Standard indicators 3]3] [3]3[]3][3]AandE
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6.2

INDICATORSBY RANK

A Rank

Table5.a. Indicatorswith only A rank

19

Domain Group that haveto

Sebs slesie FVETS discusstheindicator
1 1.01.1 |Daily Smokers EUROCHIP PREVENTION
2 1.06.1.1 |Exposureto Asbestos EUROCHIP PREVENTION
3 1.10.2.4 |Total Nationa Expenditure on cancer EUROCHIP MACRO VAR
4 1.10.2.6 |Tota public expenditure on cancer EUROCHIP MACRO VAR
5 2.01.1.2 |Breast cancer screening EUROCHIP SCREENING
6 2.01.1.3 |Cervical cancer screening EUROCHIP SCREENING
7 | 20211 |overageof comprenensive cancer EUROCHIP CANCER REG.
registration
8 | 20221 |Inteval between first symptoms and first - ooy p TREATMENT
definitive treatment
9 2.02.3.2 |Interval between diagnosis and treatment EUROCHIP TREATMENT
10 | 2024.1 |TNM EUROCHIP CANCER REG
11 | 2.02.7.1.1 |Radio-therapy equipment EUROCHIP TREATMENT
12 | 2.02.7.1.2 |Unitswith at least 2 LinAcc EUROCHIP CLINICIAN
. EUROCHIP AND
13 | 2.02.7.2.2 |Doctors by specialization HMP HOSPITAL DATA
14 | 2.02.7.6.1 |Compliance with guidelines EUROCHIP TREATMENT
. EUROCHIP AND HMP
15 3.07.1 |Useof morfine PHARMA CEUTICAL DATA
16 3.07.2 |Pain units and hospices EUROCHIP CLINICIAN

Table5.b. Indicatorswith A and E rank

HMP Group which has already

Code |Indicator Name . L

discusstheindicator

1 1.02.1 |Fruit & Vegetable daily consumption HMP FOOD/NUTRITION

2 1.02.5 |Alcohol daily consumption HMP ALCOHOL

3 1.03.1 |BMI HMPPHYSICAL ACTIVITY

4 1.07.1 |Seroprevaence of Hepatitis B/C HMP INFECTIONS

5 1.07.3 |AIDS Incidence HMP INFECTIONS

6 |202.1.3.1|Incidencerates HMPIARC

7 3.01.1-2 |Observed and survival rates HMPIARC

8 3.05 |Prevdencerates HMPIARC

9 3.08 |Mortality rates HMPIARC
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B Rank
Table5.c. Indicatorsonly with B rank

Code |Indicator Name gginﬂ?;i% ’ d[?égt%trhaveto
1 1.01.3 |Tobacco sales EUROCHIP PREVENTION
2 1.01.4 |Tobacco price EUROCHIP PREVENTION
3 1.01.6 |Tobacco legislation EUROCHIP PREVENTION
4 2.01.2.2 |Incidenceof DCIS & LCIS of breast EUROCHIP SCREENING
5 2.02.5.1 |Eurocare condensed C factor EUROCHIP CANCER REG
6 | 202.6.1.1 |[ERAvailable EUROCHIP DIAGNOSIS
7 | 202.6.21 |PRAvailable EUROCHIP DIAGNOSIS
8 | 2.02.7.6.3 % of peopleinvolvedin clinical trials EUROCHIP CLINICIAN

Table5.d. Indicatorswith B — E rank

. HMP Group which has
e already discusstheindicator
1 | 1.05.2.1 |PM10 emissions HMP POLLUTION
2 2.02.3.2 |Diagnostic facilities HMPHOSPITAL DATA
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C Rank

Table 5.e. Indicatorsonly with C rank

21

Domain Group that haveto

Cees |linelieEier NEmE discusstheindicator
1 1.05.4 |Radon exposure in households EUROCHIP PREVENTION
2 1.06.1.2 |Exposureto PAH EUROCHIP PREVENTION
3 2.01.1.4 |Occult blood EUROCHIP SCREENING
4 2.01.15 |PSA EUROCHIP SCREENING
5 2.01.1.6 |Endoscopy EUROCHIP SCREENING
6 2.01.2.1 |Incidence of insitu carcinomaof cervix EUROCHIP SCREENING
7 2.01.2.3 |Incidence of Adenocarcinoma polyp EUROCHIP SCREENING
8 2.01.24 |Incidence of A stage for prostate EUROCHIP SCREENING
9 | 202.7.1.4 |Number of bed-days attributable to cancer care |EUROCHIP CLINICIAN
10 | 2.02.7.7.2 |Patientstreated with conservative surgery EUROCHIP TREATMENT
11 | 2.02.7.7.3 |Patientstreated with radiotherapy EUROCHIP TREATMENT
12 | 2.02.7.7.4 |Patientstreated with chemotherapy EUROCHIP TREATMENT
13 | 2.02.7.7.5 |Patientstreated with hormonal treatment EUROCHIP TREATMENT
14 | 2.02.7.8 |Reportsto official bodies on radiotherapy activ. |EUROCHIP TREATMENT
15 | 3.01.25 |30-day mortality EUROCHIP MG
16 3.02.1 |Proportion of recurrences EUROCHIP MG
17 3.02.2 |Surviva after progression EUROCHIP MG
18 3.06.1 |Patients with social-home assistance EUROCHIP CLINICIAN
19 3.06.2 |Quality of life at one year (QLQC30) EUROCHIP CLINICIAN
20 3.06.3 |Experience of cancer care EUROCHIP CLINICIAN
21 3.06.4 |Functional status at one-year EUROCHIP CLINICIAN
22 3.06.5 |Rehabilitation programs EUROCHIP BENELUX

Table5.f. Indicatorswith C rank and “not for” EUROCHIP

HMP Group which has

Cees |linelieEier NEmE already discusstheindicator
1 1.02.2 |Vegetable Fiber daily consumption HMP FOOD / NUTRITION
2 1.02.3 |Meat daily consumption HMP FOOD / NUTRITION
3 1.02.4  |Processed meat daily consumption HMP FOOD / NUTRITION
4 1.07.2 |HPV seroprevalence HMP INFECTIONS
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No Rank

Tableb5.g. Indicatorswith no rank

22

. Domain Group that haveto
Codlslimsliesiier Nete discusstheindicator

Interval between first symptoms and first

1 2.02.2.2 definitive treatment EUROCHIP TREATMENT

2 | 20223 |/nterval between first medical atendance and| - pyoip TREATMENT
definitive treatment

3 | 2.02.7.1.3 |Patientstreated by volume of activity EUROCHIP TREATMENT

4 | 2.02.7.1.5 [Multidisciplinary cancer care EUROCHIP TREATMENT

5 | 202.7.1.6 |Transferability EUROCHIP TREATMENT

6 | 2.02.7.2.3 |Surgeonswith an annual cancer workload EUROCHIP CLINICIAN

7 | 20273 |Percentage of patients who were seen bY|rpocHip clLINICIAN
consultants with aworkload

8 | 20274 |Percentage of patients with access 10 pcpip CLINICIAN
multidisciplinary care

9 20275 Proportion of children cured in specialised EUROCHIP TREATMENT
cancer centres
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ANNEX 1. LI ST OF THE PARTI Cl PANTS

In the first column of the participant tables there is the group of the particpant. The abbreviations are:

Abbr eviations [Group

SC Steering Committee

|PE |Panel of Experts

MG IMethodological Group

wT Working Team

IGS INational Group of Specialists
DS |Domain Group of Speciaists

In the third column of the participant tables there is/are the domain/s of the specialist. The domains are:

1 = Prevention

2 = Cancer registration and epidemiology
3 = Screening

4 = Treatment and clinical aspects

5 = Macro-health variables
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AUSTRIA
Profession & Institute Domain | Tel / Fax E mail
Epidemiologist
Cancer Registry of Tirol _
PE | Dr. Willi Oberaigner Nachsorgeregister Tirol 2,3 'II:'eI ) %%1122 55%41122%11(5) wilhelm.oberaigner @uibk.ac.at
Anichgtrabe, 35 &
A-6020 Innsbruck
GS | Prof. Dr. Josef Thaler Oncologist Wels 14 Tel: 0043 724241500 Josef .thaler@khwel s.at
GS | Prim. Dr. Hubert Hausmaninger Oncologist Salzburg 14 Tel: 0043 66244820 H.Hausmaninger @lks.at
Epidemiologist
Division of epidemiology
L Institute of Cancer Research Tel: 0043 1427765180 o o
GS | Prof. Dr. Christian Vutuc University of Vienna 1,2,35 Fax: 0431427765198 Christian.V utuc@univie.ac.at
8a Borschkegasse
A-1090 Vienna
GS | Mag. Jeannette Klimont Statistician Wien 5 Tel: 0043 1711287262 Jeannette.Klimont@statistik.gv.at
BELGIUM
Profession & Institute Domain | Td / Fax E mail
Director National Cancer Registry
Belgian Cancer League Tel: 0032 22258317
PE | Dr. Margaretha Haelterman Kor?ing otrat, 21$a1g210 Fax: 0032 22258397 margareta.haelterman@nkr.eunet.be
B-Brussels
DENMARK
Profession & Institute Domain | Tel / Fax E mail
Head, Dept. Cancer Prevention &
Documentation
PE | Dr Hans Storm Danish Cancer Society 'II:'eI ) %%211553;?522557757%% Hans@cancer.dk
Strandboulevarden 49 .
DK-2100 Copenhagen
GS | Dr Jan Mainz
THE NETHERLAND
Profession & Institute Domain | Td / Fax E mail
Head of resear ch department
- Comprehensive Cancer Centre South Tel: 0031 402971616 coebergh@planet.nl
SC | Jan Willem Coebergh Eindhoven Cancer Registry 12345 |ty 0031 402071610 | jw.coebergh@ikz.ni
NL-5600 AE Eindhoven
MG | Anton Kunst kunst@mgz.fgg.eur.nl
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GERMANY
Profession & Institute Domain | Tel / Fax E mail
Epidemiologists _
PE | Dr. med. Jutta Engel, MPH Munich Cancer Registry (MCR) 2,34 'II:'eI 3 %%i%%%?%%%?l 4| 89?1 engel @ibe.med.uni-muenchen.de
Ingtitut fiir Medizinische ax.
Informationsverarbeitung,
Biometrie u.Epidemiologie .
GS | Dr Dieter Holzel Klinikum der Ludwig Maximilians | 234 | [ 9089897958480 | 100@ibe med.uni-muenchen.de
Universitat — GroRhadern ax:
Marchioninistr. 15, 81377 Miinchen
Saarland Cancer Registry
Statistisches Landesamt-
N Krebsregister Tel: 0049 681 5015969 .
Hartwig Ziegler Virchowstrabe, 7 Fax: 0049 681 5015008 | Z'ed&r@stala.saariand.de
Postfach 1003044
D-66119 Saarbrucken
German Childhood Cancer Registry Tel: 0049 6131 173252-
University of Mainz ' . -
Peter Kaatsch 3111 kaatsch@imsd.uni-mainz.de
Langenbeckstrasse, 1 Fax: 0049 6131 172968
D-55101 Mainz ax.
FINLAND
Profession & Institute Domain | Tel / Fax E mail
Chief Medical Officer
Finnish Cancer Registry
. . Institute for Statistical and Tel. 00358 9 135 33 229 . . .
PE | Dr. Risto Sankila Epidemiological Cancer Research Fax 00358 9 135 1713 Risto.Sankila@cancer.fi
Liisankatu 21 B, 00170 Helsinki,
Finland
Finish Cancer Registry ,
Dr. Timo Hakulinen Liisankatu, 21 B -Ilz-gx %%%%%% 11223;33178 Timo.hakulinen@cancer.fr
Fin 00170 Helsinki '
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FRANCE

26

Profession & Institute

Domain

Td / Fax

E mail

PE

Dr. Juliette Bloch

Public health assistant manager
Direction générale de la Santé

8, Avenue de Ségur

F - 75007 Pearis

3,5

Tel: 0033 140565439
Fax: 0033 140567800

gchaplain@dijon.fnclcc.fr

PE

Dr. Freddy Bray

Epidemiologist

Unit of Descriptive Epidemiology
International Agency for Research
on Cancer

150, Cours Albert-Thomas
F-69372 Lyon Cedex 08

Tel: 0033 472738375
Fax: 0033 472738650

Mmaynadie@chu-dijon.fr

PE

Pr Jean Faivre

Gadgtro-entérologist and
epidemiologist

Registre Bourguignon des Cancers
Digestifs

INSERM EPI 0106

Faculté de Médecine

BP 87900

F-21079 DIJON CEDEX

3,2

Tel : 0033 380393340
Fax : 0033 380668251

jean.faivre@u-bourgogne.fr

MG

Dr Pascale Grosclaude

M édecin Epidémiologiste
Registre des Cancers du Tarn
Chemin destrois Tarn
F-81000 ALBI

Tel: 0033 561329011
Fax: 0033 562264240

grosclau@cict.fr
regitarn@cict.fr

GS

Dr Michel Velten

Registre des cancers du Bas-Rhin

Michel.Velten@medecine.u-strasbg.fr

Gilles Chaplain

Cote-d'Or Breast and Gyneacologic
Cancer Registry

Centre Georges-Franocis LeClerc
Registre des Cancers
Gynecologiques de Cote D'or

1, rue du Professeur Marion
F-21034 Dijon Cedex

Tel: 0033 380 737533
Fax: 0033 380 737706

gchaplain@dijon.fndcc.fr

Josette Mace-Lesec’h

Calvados General Cancer Registry
Centre Régional Francois Baclesse
Service de Recherche Clinique
Route de Lion sur Mer — BP 5026
F-14076 Caen Cedex 05

Tel: 0033 231 455098
Fax: 0033 231 455097

j.mace.lesech@bacl esse.fr
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Profession & Institute

Domain

Td / Fax

E mail

Paul-Marie Carli

Cote d Or Heamatol ogical
Malignancies Registry
Registre des Hémopathies
Malignes en Coted Or
Faculte de Medecine

7 Boulevard Jeanne d’ Arc
F-21033 Dijon

Tel: 0033 380 393393
Fax: 0033 380 393393

Mmaynadie@chu-dijon.fr

Hassina Lefevre

Calvados Digestive Registre
GRETAD-Registre des Tumeeurs
Digestives du Calvados Faculté de
Medicine Niveau 03, Piece 703
CH.R. U.

Avenue Cote de Nacre

F-14032 Caen

Tel: 0033 231 065120
Fax: 0033 231 530852

L efevre@medecine.unicaen.fr

Guy Heddlin

Bas-Rhin Cancer Registry
Laboratoire d'Epidemiologie et de
Santé Publique

Faculté de Medicine

4, Rue Kirshhleger, 11 Rue Humann
F-67085 Strasbourg

Tel: 0033 388 368597
Fax: 0033 388 240131

Guy.Hedelin@M edecine.u-strashg.fr

Donald Maxwell Parkin

International Agency for Research
on Cancer IARC

150 Cours Albert Thomas
F-69372 Lyon Cedex 08

Tel: 0033 472 738493
Fax: 0033 472 738650

Parkin@iarc.fr




EUROCHIP — First interim Report 28
GREECE
Profession & Institute Domain | Tel / Fax E mail
Epidemiologist
Dept of Hygiene and Epidemiology .
. . T Tel: 0030 107462101 .
PE | Dr. ElenaRiza Xt?\deln c:l School - University of 3 Fax: 0030 107462058 eriza@cc.uoa.gr
75, Mikras Asias st (Athen)
. Oncologist .
GS |Dr. S. Tsiliakos Hellenic Society of Oncology Tel: 0030 107240720
Pathologist ) 184444
GS | Dr P. Arapantoni-Dadioti Metaxa Anti-Cancer Hospital, 2 Te: Oe?(folégé dadiotis@otenet.gr
Piraeus '
Oncology surgeon )
GS |Prof I. Garas Hellenic Society of Oncology Tel: 0030 106128507
GS | Prof. A. Linos Epidemiologist, Ass. Professor 1,3 | Te: 0030 107462115 dinou@cc.uoa.gr
University of Athens
Biochemist
GS | Dr. Stathaki-Ferderigou Ag. Savvas Anti-Cancer Hospital & Tel: 0030 106409344
Hellenic Anti-Cancer Society
. Occupational physician )
GS | Dr C. Chatzis University of Athens 1 Tel: 0030 107462059
GS | Mr. Stavrakakis Ministry of Health Tel: 0030 108212679
LUXEMBOURG
Profession & Institute Domain | Tdl / Fax E mail
Centre of Epidemiology and
PE | MD MPH Philippe Autier statistics of the Luxembourg Health Tel: 00352 453213 philippe.autier@crp-sante.lu
Institute
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ITALY
Institute Domain | Td / Fax E mail
SC | Andrea Michdli micheli @i stitutotumori.mi.it
WT | Paolo Baili Tel. 8833 822 Zzggg 2185273 lifetabl e@istitutotumori mi it
WT | Eugenio Mugno - 2869 preval @istitutotumori.mi.it
WT | Camilla Amati Unit of Epidemiology oo S
WT [ Nicole Bianchi |stituto Nazionale Tumori, Fax 0039 02 2668 1292 | eurochi p@istitutotumori.mi.it
. viaVenezian, 1 Tel. 0039 02 2390 2868 . - L
PE | Franco Berrino 20133 Milan, Fax 0039 02 70638398 berrino@istitutotumori.mi.it
PE | Milena Sant Italy Tel. 0039 02 2668 2901 eurocare@i stitutotumori.mi.it
PE | Gemma Gatta 023820 2 2390 2900 gatta@i stitutotumori.mi.it
GS | Rosaria Bufalino bufalino@istitutotumori.mi.it
- - Igtituto Superiore di Sanita e
SC | Riccardo Capocaccia Laboratory of Epidemiology and - 0039 08 450 2230 rcap@iss.it
Biostatistics Fax: 0039 06 49387069
) ) Viale Elena Regina, 299 o
MG | Arduino Verdecchia 1-00161 Rome verdeck@iss.it
GS | Roberto Grilli rgrilli @asr.regione.emiliaromagna.it
GS | Antonio Ponti antonio.ponti @cpo.it
WT | Alberto Quagli Liguria Cancer Registry lia@hp380.ist.unige.it
erto Quaglia i ; i uagli Jst.unige.i
2Y) Iéta:;gl[r(()) Nazionale per la Ricercasul Tl 0039 010 5600961 quag P g9
. Fax: 0039 010 5600501 ) _ o
Marina Vercelli Largo Rosanna Benzi, 10 vercelli@hp380.ist.unige.it
1-16132 Genova
Modena Colorectal Cancer Registry . B
Dept of Internl Meckcine Tel: 0000 050 420260
Maurizio Ponz de Leon Policlinico deleon@unimo.it

Viadd Pozzo, 71
1-41100 Modena

424274
Fax: 0039 059 363114

Massimo Federico

Modena Cancer Registry
University of Modena -
Oncologiche e Radiologiche
Viade Pozzo, 71

[-41100 Modena

Tel: 0039 069 424150-1
Fax: 0039 059 424152

federico@unimao.it or
mangone@unimo.it
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Vincenzo Delis

Parma Cancer Registry

Registro Tumori della Provincia di
Parma

Via Gramsci, 14

1-43100 Parma

Tel: 0039 0521 259571-
991094 - 991673
Fax: 0039 0521 991366

vdelisi@ao.pr.it
rtparma@ao.pr.it

Rosario Tumino

Ragusa Cancer Registry

Azienda Ospeddiera*“Civile— MP
Arezzo’

ViaDanten. 109

1-97100 Ragusa

Tel: 0039 0932 652200-
654018
Fax: 0039 0932 682169

rtumino@mbox.vol.it

Tuscany Cancer Registry
Registro Tumori Toscano

Tel: 0039 055 6263691-3

Emanuele Crocetti U.O. di Epidemiologia . epid2@user .ats.it
Viadi S.Salvi, 12 Fax: 0039 055 679954
[-50135 Firenze
Sassari Cancer Registry
Centro Multinazionale di Tel: 0039 079 2062442-
Mario Budroni Osservazione Epidemiologica 52 rtsassari @tiscalinet.it
Strada Provinciale dell'’Anglona, 18 Fax: 0039 079 2062445
[-07100 Sassari
Macerata Province Cancer Regisiry
: Universitadi Camerino Tel: 0039 0737 402407 : . :
Franco Pannelli ViaE. Betti, 3 Fax: 0039 0737 402416 pannelli @camserv.unicam.it
1-62032 Camerino (MC)
Venetian Cancer Registry
Dipartimento di Scienze . N~
Paola Zambon Oncologiche e Chirurgiche -IIZ-:IX %%%%%42%%%7%%% Sguzzy@ux.unipd.it
Via Gattamelata, 64 '
[-35128 Padova
Childhood Cancer Registry of
Piedmont
Corrado Magnani Cancer Epidemiology Unit Tel: 0039 011 6336968 corrado.magnani @tin.it

S. Giovanni Battista Hospital
Via Santena, 7
1-10126 Torino

Fax: 0039 011 6336960
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PORTUGAL

31

Profession & Institute

Domain

Td / Fax

E mail

PE

AnaMiranda

Epidemiologist

RORSUL (Registo de cancro)
Instituto Portugués de OncologiaR.
P-11099-023 Lisboa

Tel : 00351 217229852
Fax: 00351 217229806

ana.miranda@ipolisboa.min-saude.pt

GS

Manuel Anténio

mantoni o@croc.min-saude.pt

GS

Judite Catarino

jcatarino@dgsaude.min-saude.pt

GS

Vitor Riodrigues

vitor@ci.uc.pt

GS

Maria José Bento

mjbento@i poporto.min-saude.pt

SPAIN

Profession & Institute

Domain

Td / Fax

E mail

Carmen Martinez

Granada Cancer Registry

Escuela Andaluza de Salud Publica
ap correos 2070

E-18080 Granada

Spain

Tel: 0034 958 027475-6-7
Fax: 0034 958 027503

carmen@easp.es

PE

Carmen Navarro

M édica Salud Publica
Servicio de Epidemiologia
Consgjeria de Sanidad Murcia
Servicio de Epidemiologia
Rondade Levante, 11
E-30008 Murcia

Tel: 0034 968362039
Fax: 0034 968366656

Carmen.navarro@carm.es

PE

Nieves Ascunce Elizaga

nascunce@cfnavarra.es

GS

Isabel Garau

M édica Oncdloga

Unitat d'Epidemiologiai Registre de
Cancer

Registro de Cancer de Mallorca
UIB. Edifici SaRiera

C/ Miquel dels Sants Oliver,2
E-07012 Palma de Mallorca

Tel: 0034 971 172714
Fax: 0034 971 172715

vextigl@clust.uib.es

GS

Enrique Regidor

M édico Epidemidlogo

Universidad Complutense de Madrid
Facultad de Medicina. Pabellon 11, 2°
Piso. Plazade Ramony Cgja s/n
E-28040 Madrid

enriqueregidor@hotmail.com
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Profession & Institute

Domain

Td / Fax

E mail

GS

Rafael Peris

M édico Documentalista

Hospital Clinico Universitario de
Vaencia

Servicio de Documentacion Clinica
Avda,. Blasco |bariez, 15

E-46010 Valencia

Rafael.Peris@uv.es

GS

Gonzalo L épez-Abente

M édico Epidemidlogo

Centro Nacional de Epidemiologia,
Instituto de Salud Carlos 11
Sinesio Delgado, 6

E-28029 Madrid

glabente@isciii.es

GS

José Exposito

M édico Oncdlogo-Radioter apeuta
Hospital Universitario Virgen de las
Nieves Granada

Avda. de las Fuerzas Armadas, 12

jexpo@hvn.sas.cica.es

Eva Ardanaz

Navarra Cancer Registry
Instituto de Salud Publica
Servicio Navarra de Salud
Osasunbidea

C. Leyre 15

E-31003 Pamplona, Navarra

Tel: 0034 948 423460-64
Fax: 0034 948 423474

me.ardanaz.aicua@cfnavarra.es

Conchi Moreno Iribas

Navarra Cancer Registry
Instituto de Salud Publica
Servicio Navarra de Salud
Osasunbidea

C. Leyre 15

E-31003 Pamplona, Navarra

Tel: 0034 948 423460-64
Fax: 0034 948 423474

ispubO2@cfnavarra.es

Victor Moreno

SERC Cataan Ingtitte of Oncology
Av. Gran Vias/n, km 2,7
E-08907 Barcelona

Tel: 00 34 932 607812
Fax: 0034 932 607787

V.Moreno@ico.scs.es

Jaume Galceran

Tarragona Cancer Registry

Registre de Cancer de Tarragona
Lliga Contra e Cancer de les
Comarques de Tarragona

C/ Reina Maria Cristing, 54

E-43002 Tarragona

Tel: 0034 977 232423
Fax: 0034 977 211111

lccct@nil .fut.es




EUROCHIP — First interim Report

SWEDEN

Profession & Institute

Domain

Td / Fax

E mail

PE | Torgil Modller

Oncologist, epidemiologist
Oncological centre

Lund University Hospital
SE-221 85 Lund

Tel: 0046 46177550

GS | Harald Andersson

Statistician

Oncological centre
Lund University Hospital
SE-221 85 Lund

2,4

Tel: 0046 46177561

GS | Jan-Erik Damber

Prof. of urology

Dept of Urology

Sahlgrenska University Hospital
SE-413 45 Goteborg

Tel: 0046 313421000

GS | Bengt Glimelius

Prof. of oncology

Dept of Oncology

Uppsala Academic Hospital
SE-751 85 Uppsala

Tel: 004618663000

GS | Thor Lithman

Public health expert — statistician
County Council of Skane

Box 1

SE-221 00 Lund

Tel: 0046 46153000

GS | Magnus Stenbéck

Statistician

Centre of Epidemiology
National Board of Health and
Welfare (Socia styrelsen)
SE-106 38 Stockholm

Tel: 0046 55553000
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UNITED KINGDOM + IRELAND

Profession & Institute

Domain

Te / Fax

E mail

Miche P Coleman

Professor of Epidemiology and Vital
Statistics & Head of Cancer and Public
Health Unit

London School of Hygiene and Tropical
Medicine, Keppel Street,

GB-London WC1E 7THT

Tel 0044 207 927 2478
Fax 0044 207 436 4230

Michel.Coleman@lshtm.ac.uk

PE

Ms Simone Bayes

Cancer Team
Department of Health
Area 411, Wellington House London SE1 8UG

Tel: 0044 2079724944

Simone.Bayes@doh.gsi.gov.uk

DS

Chris Carrigan

National Cancer Registry Co-ordinator
Cancer Action Team

Department of Palliative Care

St Thomas' Hospital

Lambeth Palace Road

London SE1 7EH

Tel: 0044 2079605884

Chris.Carrigan@gstt.sthames.nhs.uk

DS

Julietta Patnick

Tel: 0044 114 271 1060

Julietta.Patni ck@sheffield-ha.nhs.uk

GS

Robert Anderson

Economic Adviser
Department of Health
Room 562c,

Skipton House

80 London Road
London SE1 6LH

Tel: 0044 207972 5211

Robert.Anderson@doh.gsi.gov.uk

GS

Pat Doorley

Director of Public Health & Planning
Midlands Health Board

Tel: 00353 506 21868
Fax:

patrick.doorley@mhb.ie

GS

Dr Harry Burns

Director of Public Health
Greater Glasgow NHS Board
Dalian House

PO Box 15327

350 St Vincent Street
Glasgow G38YU

Tel: 0141 201 4623

harry.burns@gghb.scot.nhs.uk

PE

Dr Harry Comber

Director National Cancer Registry of
Ireland

Elm Court

Boreenmanna Road

IRE-Cork

Tel: 00353 214318014
Fax: 00353 214318016

h.comber@ncri.ie
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Profession & Institute

Domain

Td / Fax

E mail

GS

Professor R Haward

Medical Director
Northern and Y orkshire Cancer Registry

Tel: 0113 392 4163
Fax: 0113 392 4178

r.haward@ulth.northy.nhs.uk

GS

Dr lan Kunkler

Chairman, ECSO Scientific Committee &
President, British Oncological Association
Department of Oncology

University of Edinburgh

Old College South Bridge

UK-Edinburgh EH8 9YL

Tel: 0044 1315372213
0044 1315372214
Fax: 0044 1315372216

ikunkler@srv0.men.ed.ac.uk
i.kunkler@ed.ac.uk

GS

Dr John Steward

Medical Director
Wales Cancer InTelligence & Surveillance
Unit

Tel: 029 2037 3500

john.steward@velindre-tr.wales.nhs.uk

GS

Prof Mike Richards

National cancer director

National Cancer Director and Director of
Clinical Services

Department of Palliative Medicine

1st Floor, South Wing

St Thomas' Hospital

L ambeth Palace Road

London SE1 7EH

Tel.0207 922 8009
Fax: 0207 922 8253

mike.richards@gstt.sthames.nhs.uk

GS

Dr. Anna Gavin

Director N. Ireland Cancer Registry Dep. Of
Epidemiology & Public Health

Mulhouse Building

Grosvenor Road

Belfast BT126BJ

Tel: 0044 2890263136
Fax: 0044 2890248017

Diane Stockton

Scottish Cancer InTdligence Unit
NHS in Scotland

Information & Statistic Division
Trinity Park House
GB-Edinburgh EH5 3SQ

Tel: 0044 131 5526255
Fax: 0044 131 5511392

Roger.Black@isd.csa.scot.nhs.uk

Mike J. Quinn

Office for National Statistics
Bessborough Tower

1 Drummond Gate
GB-London SWIV 2QQ

Tel: 0044 171 5335257
Fax: 0044 171 5335252

mike.quinn@ons.gov.uk
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Profession & Institute Domain | Td / Fax E mail
Thames Cancer Registry
, 1st Floor, Capital House Tel: 0044 171 3787688 :

Henrik Moller Weston Street Fax: 0044 171 3789510 henrik.moller@kcl.ac.uk
GB-London SE1 3QD
Northern and Y orkshire Cancer Registry &
Information Service (NYCRIS)

. Cookridge Hospital Tel: 0044 113 2924309

David Forman Arthington House Fax: 0044 1132024178 | df@ycoleedsac.uk
Hospital Lane
GB-Leeds L S16 6QB
Trent Cancer Registry
Weston Park Hospital Td: 0044 114 2265364

JL Botha Whitham Road Fax: 0044 171 3789510 Hannes.Botha@wph.trent.nhs.uk
GB-Sheffield S10 2SJ

USA

Profession & Institute Domain | Td / Fax E mail
National Cancer Institute NIH .

Angela Mariotto Bethesda lj'x %%ﬁg%‘;%i% Mariotta@mail.nih.gov
USA-Maryland 20892 '
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ANNEX 2. REPORT OF THE GROUP OF SPECI ALI STS OF THE
UK AND | RELAND

EUROCHIP Meeting 2 May 2002 Note for therecord

Attendees: Bob Haward, lan Kunkler, John Steward, Mike Richards, Harry Comber, Pat Doorley,
Helen Shirley-Quirk, Michel Coleman

InItalic there are the replies provided by Andrea Micheli
General discussion of EUROCHIP

1 Michel Coleman provided a brief overview of the EUROCHIP project. Questions were
raised about the background to the project and to the wider Health Monitoring Programme
of which it forms part. The European legal framework to carry out communal public health
activities was specified, and the absence of legal powers to compel member states to act was
noted. Any cancer health indicators agreed by the EUROCHIP project will therefore be
voluntarily (not compulsorily), collected by member states.

The question of how any indicators would be used was considered important. Only when
that is clear can the indicators could satisfactorily suit the requirements of the Health
Monitoring Programme.

2. The Steering Committee was requested to provide clarification on the aims of EUROCHIP:

Facilitate comparisons of structures, processes and outcomes?
Understand international variations in Europe?
Enable member statesto devise strategies for progress against cancer?

Y es, EUROCHIP effects comparisons, tries to understand the reason of the variations and, first of
all, individuates important aspects on which to start strategies against cancer

3. The group requested the Steering Committee to provide information on other components of
the Health Monitoring Programme.

|sthere any experience of countries using HMP indicators (not yet)?
No, we have not yet information about the use of HMP indicators

Isthere any experience of creating HMP indicator lists for other disease areas?

Yes, all HMP projects produce interim and final reports. They are published on Internet
in a web site called CIRCA. In the next weeks we will circulate the address and the
password to access CIRCA (a CD with HMP project reports was circulates in the
EUROCHIP group).
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Discussion of proposed EUROCHIP indicators

4,

The nature of the indicators:

Are these exclusively those that would be most useful for Europe-wide comparison (eg.
30-day mortality after radical cancer surgery), or could they be indicators for national
use, or possibly restricted to afew member states but not all?

In general the indicators would allow a comparison between all 15 member countries.
But we can also accept indicators for a group of countries as we know that the
variability is for many aspects high and those information useful for some countries may
not match the interest of the others

Should indicators be site-specific or general? (This will vary between indicators).
Yes, in fact a considered classification axisis the cancer site

How can an indicator be specified - for example what can be measured with available
data or what would it be desirable to measure?

We can propose to the Commission indicators not yet available. In these cases the Panel
of Expertswill decide theindicator and its characteristics.

Precise and comprehensive definitions of indicators will be required. Examples exist,
such as the technical specifications of indicators used by the UK Department of Health
for NHS Performance Indicators.

The precise definition isthe aim of the “ Desired indicator” section of the form. This part
is obviously fundamental for indicators not yet available.

The group decided to rank each of the 107 draft indicators on afour-point scale:

3 = most important

2 = second priority

1 = low priority

0 = not supported for use as an indicator
This proposal has been accepted as standard

All 107 proposed indicators were ranked on this scale, in many cases with a detailed
discussion about availability of data, relevance for international comparison, problems of
definition etc. An annotated list of proposed indicators, showing this ranking, is attached
(Annex A).

Several additional indicators were proposed - these are included in Annex A.

Please can you complete the “ desired indicator” section for the new indicators that you
have proposed?

The group agreed that EUROCHIP should propose that the EU fund research to develop
methodology or data for indicators that are considered desirable but currently unavailable.
Detailed justification of such indicators would aso be required. An example would be the
proportion of cases of a particular cancer that develop recurrence within a defined period.
This was considered a useful measure of the adequacy and appropriateness of primary
treatment.

| do agreeand | will insert these doubts in the EUROCHIP final report.
For example, other groups found that recurrences are a very important aspect, too.
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Funding the collection of data to underpin proposed indicators was also considered. If the
data are already collected, how is data collection funded - by the state or as a research
project - and if the latter, how is that research funded? If the data are not already collected,
should they be collected, and if so, how should data collection be funded?

All problems regarding the collection of the data are not pertaining to this project. All
decisions are the duty of the European Commissi on. The final HMP proposal is to produce
a European databank and after thisfirst pillar the funds will be used to collect data. Other
specifications are not yet possible.

Organisation of EUROCHIP project

10.

The group felt that the geographic organisation d Groups of Specialists would limit the
degree of expertise that could be brought to bear in developing the indicators. Each group of
specialists contains a small number of experts in a range of domains. Each of those
specialists is isolated from similar specialists in other countries. The panel of experts is
Europe-wide but focused on geographic representation rather than areas of special interest.
The group recommended that the Panel of Experts be enlarged and organised around five
domains:

Prevention

Epidemiology and cancer registries

Screening

Diagnostic and treatment services (including workforce and facilities)
Quiality of service delivery

The Group of Specialists felt that experts in each of these five domains should be invited
from each of the geographic areas in the European Union, and possibly one or two from
each country. These groups would then be able to provide specialist expertise to define the
selected indicators within each of their respective domains and, crucialy, to achieve a
Europe-wide consensus. The group felt that such a consensus would be essential to ensure
that the indicators eventually proposed achieve the broadest possible acceptance by the
clinical, public health and policy sectors with which we are dealing. The group suggested
that the September 2002 meeting of the Panel of Experts could possibly be amplified in this
way, although obviously the meeting scheduled for May 2002 in Arona could not be altered
at this short notice.

In general, the Steering Committee approved this proposal. The new organization will
concern the Groups of Specialists and not the Panel of Experts. We will organize a meeting
of the new Groups of Specialists for each of these 5 domains (I changed the last in * Quality
of service delivery, health systems and macrovariables relative to health”) with specialist/s
for each country. The national Groups of Specialists will aim to give information on the
indicator availability. | thought | would not change the Panel of Experts as it has an
important national-political role to develop EUROCHIP in the various countries: Italy and
Spain are already asking their ministries for funds to organize their NATIONAL-
EUROCHIP.
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11.

The group suggested that the Steering Committee ensured that other work in Europe or
elsawhere on the development of indicators should be examined, to avoid unnecessary
duplication of effort.

The US Council of State and Territorial Epidemiologists (CSTE) has developed a series of
about 150 indicators, including 50 on cancer - these are available at www.cste.org. A list of
the cancer-specific indicators is attached as Annex B. Detailed specifications for these
indicators have been developed and an example is included in Annex B, aong with
background information.

We have already examined the major databanks (OECD, HDI) and we will control other
databanks

Recommendations of the UK -Ireland Group of Specialists

Modify the structure and organisation of the Panel of Experts meetings so that they become
pan-European workshops, including one expert in each of five domains (see para 10) from each
country or area. These five groups would provide detailed advice on the content and importance
of selected indicators, and crucially, would be likely to enhance the acceptability of the final set
of indicators.

Recommend to the European Union that research be carried out to define the best approach to
data collection and the applicability of indicators that are considered desirable but are not
currently available.

The Working Team to circulate the complete list of addresses and emails of all members of
Groups of Specialists and Panel of Experts, to facilitate Europe-wide linkage between
EUROCHIP participants.

We are contacting each Group of Specialists leader to have all e mail addresses of meeting
participants. Moreover we have the intention to prepare a web site where you will be able to
find each type of material about EUROCHIP.

Anticipate future calls by the EU to fund the development of additional indicators.

Avoid duplication of work by linking with other projects to define health indicators, particularly
those in the Health Monitoring Programme or ESTRO, but also outside Europe, e.g. the USA.
Propose a model of a detailed technical specification for a cancer indicator (an example from
the UK is attached at Annex C; aUS exampleisincluded in Annex B).
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ANNEX 3. REPORT OF GROUP OF SPECI ALI STS OF GREECE
May 21%, 2002

Attendees. Dr P. Arapantoni-Dadioti, Prof A. Linos, Dr A. Micheli, Dr E. Riza, Dr Stathaki-
Ferderigou, Dr S. Tsiliakos, Dr C. Chatzis
Excused: Prof. |. Garas, Mr Stavrakakis

Dr E. Riza welcomed al participants and initiated the meeting with a self-introduction of all
participants. Dr A. Micheli gave a brief presentation of the EUROCHIP project.

General discussion on the project
(this part mainly addresses the EUROCHIP Steering Committee)

It was stressed that data availability affects the ranking of indicators in each country despite the fact
that EUROCHIP is mainly an intellectual piece of work and not a data collection activity. Separate
desirable from available or measurable.

Differences in data collection methods will probably affect comparability of many indicators at the
European level. Similar experience aready exists from the operation of the two European cancer
screening networks (breast and cervical cancer).

How should data be collected? Focus on data collection at the national level or at the European
level for reasons of comparability?

Funding for data collection? Is it the country’s responsibility to collect the data and then share it
with other countries or will the EU through programmes or other ways facilitate (i.e. fund) data
collection? Which is the exact part of the EU: funding of data collection or guidance on how to
collect (or maybe both)?

If the EU relies of nationally collected data, will there be any way of “forcing” the central health
administration in each country to collect such data? If not, the project may be unrealistic for most
countriesin different extent of course depending on data availability.

Greece, as yet, does not have a tumour registry, hence data collection for many indicators in the list
is impossible despite their importance for cancer monitoring and surveillance. A Greek oncology
commission (2 participants of the GS meeting are members of this Committee) has filed a proposal
to the Ministry of Health to set up a cancer registry following an EU approved operation protocol,
decision still pending.

Discussion on the list of proposed indicators
(this part mainly addresses the EUROCHIP methodological group).

The group felt the list was very detailed in intellectua terms but impractical in redistic terms. The
ranking proposed by the UK+IRL group was used (list attached).

For prevention domain

Tobacco:

a) there was concern on the accuracy and definition of indicators, especially in childhood smoking
where reporting is most certainly biased. A new indicator was proposed (number of routine
surveysin childhood tobacco consumption to cross-check accuracy).

b) proposal to drop anti-tobacco advertising, difficult to measure instead new indicator: Money
spent on anti-tobacco advertising.
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Dietary factors:

a) daily consumption was considered as very tricky and difficult to measure accurately (portions,
pieces, times per day, week, month?), proposal to modify into sales of.. Define exact source of
data, e.g. aso include published epidemiological studies, not just EPIC. Caution to cover all
Member States and since we are talking long term, consider the fact that new countries may
enter the EU very shortly and they are NOT covered by EPIC.

b) Increasing availability of organic produce in the market may call for an additional indicator.
However, adifficulty exists on what islegally defined as organic. To check.

Reproductive factors:

a) useful mostly for research purposes based on specific study protocols.

Soci o-economic deter minants:

a) definitions should be carefully looked at. OECD indices should be separated into public, private
and other (perhapsin a special caveat for Greece).

b) Total national & public expenditure on cancer isvery difficult to get in Greece.

For occurrence domain

Early detection facilities and activity:

a) make sure to define that data collection comes from organised screening settings, how is
opportunistic going to be handled?

Performance of early detection programmes:

a) it hasto be site-specific and for a given time-period of operation.

Incidence:

a) Percentage of histological cases to change into laboratory-verified tests as there may be other

tests except histology (e.g. pathology, myelogram).

Extent of disease:

a) some new indicators were proposed like C-kit for Gastro-Intestinal Stroma Tumours (GISTs)
which may well be rare but they have specific, targeted and effective treatment.

b) doctors should be separated by speciality

c) proportion of children cured in specialised cancer centres: use of this indicator is questionable:
where else could children seek treatment?

d) In Greece as in some other countries (e.g. Italy) cancer-specific hospitals exist, therefore
specification of hospitals should be made (indicators 2.02.7.1.3, 7.2 etc.). Perhaps transfer of
patients from specialised to general should be considered as an indicator. Studies have shown
that 15-20% of beds in cancer hospitalsis given to non-cancer patients.

€) Indicators 2.02.7.6.1-2.02.7.7.5 could be optional, they are particularly useful for insurance
providers, for public health?

For outcome domain

Survival:

a) these indicators may be used only where a tumour registry exists and should be measured
properly.

Recurrences:

a) useful only for research purposes, not very useful as a public health indicator.

Conclusions/Recommendations

EUROCHIP is a useful project, perhaps a bit too ambitious in terms of influencing national policies
on cancer data collection. Duplication of activities with other projects should be carefully examined
to avoid additional workload. Use of existing information should be a priority. Site-specific
indicators should be collected whenever possible as they will enhance flexibility and comparability.
Find out if the EU is prepared to fund data collection at the national level and in which framework,
in order to co-ordinate future activities and continuation of EUROCHIP.
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ANNEX 4. REPORT OF GROUP OF SPECI ALI STS OF BENELUX

EUROCHIP meeting of the BENELUX —group
16" may 2002, Maastricht (The Netherlands)

A. Prerequisites
Indicators should be relevant for the professionals in oncological care, since they are the data

providers and an important target group.

B. Types of sentind cancers

Etiology: - Kaposi
- mesothelioma
- NHL

Care (early detection, care, quality of life, economics)
- testis
- HD
- ALL Childhood
- Cervix

ADD: - NHL
- myelodysplasia (possibility with ICD-03)
- leukaemia
- ovary
- rectum

- thyroid

C. “1” Prevention domain
1.01. t01.09.: see ECHI
1.10.3: demographic determinants
ADD: %< 20y, 20-39y, 40-64y, 65+ y
Arguments:

- increasing numbers of elderly with specific needs and
specific care demands (comorbidity)
- careis given by the middle groups and there is aready in some countries an

insufficient number of care providers
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- inthe future care will be given by youngest group (limited numbers - penury of
care providers ?)
ADD : % of migrants
Arguments:
- shift of pathology (ex. tobacco-related for migrants from Eastern Europe)
- problems of communication - training of health professionals
- problemswith access
ADD: Transborder care
Arguments:
- increasing problem within Benelux and in the future within Europe
- indicator ?
- better tool for exploration are scenarios (what if ...)
ADD: Genetic testing and counselling
Arguments:
- future developmentsin oncology

- monitoring of at risk populations

D. “2" Occurrence domain

2.02 Preclinical phase: these indicators need an incredible infrastructure for being measured
accurately and correctly. Only instituted projects may generate good data on screening
parameters, that appear in published reports. Also, there is little standardisation in the definition

of many of these items (eg, what means endoscopy exactly?).

Only the % of DCISin breast cancer may be obtained routinely.

2.02.1. incidence : use of existing databases should be stimulated

- |IARC

- ACCIS (children)

-  EUROCIM
2.02.3. diagnosis: use of marketing data of industry
2.02.7. primary treatment
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ADD: reportsto official bodies (Ministry, Health Boards, etc) on
radiotherapeutic activities: Y/N
Arguments: in many countries such reports are mandatory and can provide
detailed information on radiotherapeutic infrastructure (personnel
and equipment) (2.02.7.1. and other)

ADD: number of subspecialiststrained or graduated after 1980
- Radiotherapists
- Paediatric oncologists

- Medical oncologists/haematologists

- Oncological surgeons

E. Outcomedomain

3.01. Survival
Use datafrom EUROCARE project
ADD: 10 year survival

3.05. Prevaence: use data of EUROPREVAL

3.06. Quality of life of cancer patients
ADD: - rehabilitation programs. Y/N

Number of psycho-oncologists

number of oncology nurses

number of palliative care nurses
Arguments: quality of life assessment should not be limited to palliative care
Routine monitoring of QoL isunlikely. Thisis usually done within trials of specific studies.

3.08. Mortality: use existing data (EUROCIM)
ADD: - death before age 65due to cancers, and for main cancers
- death before age 75due to cancers, and for main cancers
Arguments: indicator for premature death
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ANNEX 5. REPORT OF THE GROUP OF SPECI ALI STS OF
DENVARK

Dear Andreaand EUROCHIP,

| have now had the first contact with the Danish National Health Indicator Project with whom |
have shared all the papers so far received from EUROCHIP. | asked their participation and help in
the project. The reply was mailed to usin Danish and herewith transated into English:

Dear Dr. Storm,

Thank you for your mail to the National Health Indicator Roject regarding the European Cancer
Health Indicator Project (EUROCHIP). We read the materia with great interest.

The basic idea, developing similar health indicators for the health services in Europe is sensible. It
requires, however, that the indicators developed are relevant, well defined and usable. We find the
original idea of developing acommon European set of indicators very reasonable, inasmuch it is not
sound if every single country develops their own. Below follow the comments to the material
forwarded by you regarding EUROCHIP. Our comments are especially focused on the area for the
health indicators that the National Health Indicator Project deals with, that is clinical indicators for
good quality in relation to prevention, diagnostics, treatment, care and rehabilitation.

We totally agree that alarge part of the indicators mentioned in the EUROCHIP document, already
is available in our well-monitored society at a good and controlled quality compared to what is
available elsewhere. In general the proposed indicators are very general and superior which in term
means that it will be difficult to interpret the results coming from using them. A large part of the
proposed indicators regards structure, and may not necessarily say anything about quality of the
services of the health care system in relation to the single patient.

The proposed indicators for the patients passage through the hedth care system, is mainly in
relation to mortality and quality of life. This means that it will be difficult on the basis of these
indicators to evaluate the quality of the patient’s passage through the health care system. Ideally, a
set of indicators should be developed for each disease (process and/or result indicators) for
elucidating the clinical situation and the results for the patient and for patient groups in relation to
specified cancer diseases. This is the way of thinking in the National Health Indicator Project,
where a group of clinicians from various disciplines appointed by scientific societies, give priority
to the most important indicators for elucidating the patients way through the system and the results.
By doing this it is possible to evaluate central parts of the passage through the health system for
patient groups and the effect hereof. | should like to call your attention to the health indicators
development regarding lung cancer, as | understand you are aware of the existence of these.
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We recommend that a set of specific indicators like the one developed for lung cancer is developed
for each of the cancer diseases mentioned. It is a central defect in the EUROCHIP, as described in
the material we have received, that prognostic factors are missing. If one should compare health
unit’s responsibility for treatment, counties or countries it is central that in relation to each of the
different indicators, prognostic factors are developed in order to be able to adjust for case mix. We
find that this is an important message to the European working group that comparisons without
adjustment for case mix ae absurd. It is thus not sufficient just to bring up a list over relevant
indicators. It must be accompanied by a list of prognostic factors, belonging to these, in order to
make qualified comparisons and thus for each an evidence based information. To this adds, that it
will be relevant to list some concrete measures of quality in relation to the indicators. In the
terminology of quality assessment this is called standards. In the National Indicator Project
standards are developed on the basis of the scientific literature, and where this is not available, on
the basis of a consensus between the peers in the field.. This means that the reporting units of the
data has a possibility to assess whether they adhere to accepted, well motivated standards. Finally, it
must be said that if one wishes to measure the quality of the patients passing through the health care
system, it may be relevant to add so-called “soft values’. These include information and
communication, continuity and coordination etc. This type of indicators is by nature difficult to
measure, but we wish to mention that these aspects are totally missing in the draft proposal for
EUROCHIP standards. At present there is an ongoing project in Denmark, looking into this in
collaboration between Aarhus County and The National Board of Health and the Ministry of
Health. In conclusion we find it extremely relevant that a European list of relevant indicators on
cancer, is developed. In the above we have only dealt with so-called clinical indicators. We propose
that for each area alist of specific and valid indicators are developed for each single cancer disease.
Such a list will make possible relevant and qualified comparisons on cancer treatment between
countries. In addition to this, there is a need for development of prognostic factors enabling the
adjustment for case mix. If case mix adjustment is not made, in the comparison between reporting
units and countries, it may mean that wrong conclusions are drawn on the data. Finally, we would
like to mention the so-called “soft values® which are not included. This goes for areas like
communication, information, continuity and coordination. These areas are central, but also difficult
to measure and it may be too ambitiousto include at present.

Finally, we would like to stress that the National Health Indicator Project is making itself available
to the continued work with EUROCHIP if thisis of interest. We are looking forward to a positive
and constructive collaboration.

Yourssincerely, Jan Mainz.
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ANNEX 6. REPORT OF THE GROUP OF SPECI ALI STS OF
AUSTRI A

EUROCHIP-Meeting
Austrian Group
April 22nd 2002, Salzburg

Prof. Thaler, Oncologist

Prof. Vutuc, Epidemiologist
Prim. Hausmaninger, Oncologist
excused: Klimont, Statistician
Oberaigner, Epidemiologist

General points:
All participants agree that thisis avery important project
There is some scepticism concerning too huge data set with too many variables
There is scepticism on comparability of data, hence there should be done detailed work in
order to define really comparable indicators
The group has the feeling that there should be an own section of indicators on structure of
the health system
Ranking of of relevance is needed
The group has the feeling that there should also be aranking of comparability
One consequence of this work should also be recommendations on necessary informations

to collect for every country and also on detailed procedures how to collect the information

Details on indicators have been directly contributed in the discussions at the Meeting in Maiori and
will be reflected by in the next version of the list of indicators.
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ANNEX 7. REPORT OF THE GROUP OF SPECI ALI STS OF SWEDEN
EUROCHIP 2" LIST OF INDICATORS- Estimates by the SWEDISH group
I ndicator Problems (+ =yes, - = no) Availability (+ =yes, - = no) Rank
Data Quality | Standardi | National | Regional |Site
collection sation level level specific
dataonly
1. Prevention domain: Prevalence of major causes (and attributablerisk estimates)
1.01 Tobacco
1.01.1. Daily smokers +/- + ? - - +/- 3
1.01.2 Tobacco sales - - + + 2
1.01.3 Tobacco price - - ? + +/- 1-2
1.01.4 Anti-tobacco advertising + + +/- - 1
1.01.5. Tobacco legislation - - + +/- 1-2
1.02. Dietaty factors
1.02.1 Fruit & Vegetables daily consumption - - + + - 2
1.02.02 V egetable Fiber daily consumption + + + + - 1
1.02.3 Meat daily consumption - - + + - 1
1.02.4 Processed meat daily consumption + + + + - 1
1.02.5. Alcohol daily consumption + +/- + + - 2-3
1.02.6. Indirect indicators
1.02.6.1. Diabetes mortality - + - + + 2-3
1.02.6.2 Alcoholic cirrhosis mortality - + - + + 2-3
1.08. Weight Profiles
1.03.1. Obesity + + ? - - 2-3
1.04. Physical activity
1.04.1. Active vs sedentary occupations + + + + - 1
1.05. Air pollution
1.05.1. Determinants
1.05.1.1. Vehicle density - - ? + + 1
1.05.1.2. Industrial density - - ? + + 1
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I ndicator Problems (+ =yes, - = no) Availability (+ =yes, - =no) Rank
Data Quality | Standardi | National | Regional |Site
collection sation level level specific
dataonly
1.05.2. Actual measurements
1.05.2.1. PM10 emissions - - - + + 1
1.05.2.2. NO2 emissions - - - + + 1
1.05.2.3. SO2 emissions - - - + + 1
1.05.24. O3 emissions - - - + + 1
1.05.3. Effects
1.05.3.1. Prevalence of asthmatic disease |+ | - - +H- | - 1
1.06. Occupational risks
1.06.1. Prevalence of exposure to carcinogenic chemicals such as
1.06.1.1. Exposure to asbestos + + + - - + 1
1.06.1.2. Exposure to PAH + + + - +/- 1
1.06.1.3. Exposure to solvents + + + - - + 1
1.07. | nfections
1.07.1. Non-alcoholic cirrhosis mortality + + + + + 2
1.07.2 Helicobacter mortality + + + + + 2
1.07.3. HPV mortality + + + + + 2
1.07.4. HIV prevalence + + + + + 2
1.08. Reproductivefactors
1.08.1. Fertility
1.08.2. Age first pregnancy - - + + 2-3
1.08.3. Age at menarche - - + + 1-2
1.08.4. Age at menopause - +/- + + 1-2
1.09. “Preventive” Drugs
1.09.1. OC drug +/- - +/- + + + 1
1.09.2 HRT drug +/- - +/- + + + 1
1.09.3. NSAID drug +/- - +/- + + 1
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I ndicator Problems (+ =yes, - =no) Availability (+ =yes,-=no) |Rank

Data Quality | Standardi | National | Regional |Site
collection sation level level specific
dataonly

1.10. Socio-economic deter minants
1.10.1. Educational level attained - - - + + 3

Deprivation indexes

Income
1.10.2. OECD indexes of health and welfare
1.10.2.1. Gross Domestic Product - - + 1
1.10.2.2. Total Social Expenditure - - + 1
1.10.2.3. Total National Expenditure on Health - - + 2
1.10.2.4. Total Public Expenditure on Health - - + 2
1.10.2.5. Computed Tomography Scanners - - + + 2
1.10.3. Demographic determinants
1.10.3.1. Percentage of elderly in 2010 - - - + + 3
2. Occurrencedomain
2.01. Preclinical phase
2.01.1. Early detection facilites and activity

Cervical smears
2.01.11. Mammography - - - + + + 3

Occult blood

Endoscopy
2.01.2. Indirect indicators of screening activity (early detection)
2.01.2.1. “Incidence” of in situ carcinoma of cervix - + - + + + 2
2.01.2.2. Incidence of DCIS and L CIS of breast - + - + + + 2
20123, IIorg)(lziydlsence of adenocarcinoma in adenomatous i + i + + + >
20124, Incidence of A stage for prostate (in the AUS + + + i i " >

classification of prostate cancer)

51
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I ndicator Problems (+ =yes, - =no) Availability (+ =yes,-=no) |Rank
Data Quality | Standardi | National | Regional |Site
collection sation level level specific
dataonly
2.01.4. Performance of early detections programs
2.01.4.01. | Screening volume - + + + + + 2
2.01.4.02. | Screening recall rate - + + + - + 2
2.01.4.03. | Screening detection rate - + + + + + 2
2.01.4.04. | Screening localized cancers - - - + + + 2
2.01.4.05. | Screening small cancers - - - + + + 2
2.01.4.06. | Screening positive predictive value - - + + + + 2
2.01.4.07 Screening benign/malignant biopsy ratio - - - - + + 2
2.01.4.08. | Screening conservative vsradical treatment - - - + + + 2
2.01.4.09 Screening interval bet. detection and treatment + - - - - +/- 2
2.01.4.10. | Screening “interval cancers’ - - + +/- + + 2
2.01.4.11. | Screening sensitivity - - + + + + 2
2.01.4.12. | Screening specificity - - + + + + 2
2.02. Clinical phase
2.02.1. Incidence
2.02.1.1. Coverage of cancer registration - - - + + + 3
2.02.1.2. Quality of cancer registration - - + + + 3
2.02121. |DCO + + + - - - 2
2.02.1.2.2. | Incidence/mortality - - - + + 3
2.02.1.2.3. | Percentage of histological cases - - - + + + 2
2.02.1.3. Standard descriptiveindexes
2.02.1.3.1.1 | Incidence rates - - - + + 3
2.02.1.3.2. | Incidence trends - - - + + 3
2.02.2. Symptoms
2.02.2.1. Interval between symptoms and diagnosis + + + - - +/- 0
2.02.3. Diagnosis
2.02.3.1. Interval between diagnosis and treatment + + + - - +/- 2

52
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I ndicator Problems (+ =yes, - =no) Availability (+ =yes,-=no) |Rank
Data Quality | Standardi | National | Regional |Site
collection sation level level specific
dataonly

2.02.3.2. Diagnostic facilities: availability and use
202321 |CAT - - - + + 0
2.02.3.2.2. | Magnetic Resonance Equipment - - - + + 1
2.02.4. Extent of disease

TNM + + + - - + 3
2.024.1. ENCR “condensed” TNM + + + (+) - + 3
2.024.1.1. |Incidence rate of thelocalized stages + + + - - + 3
2.02.4.1.2. | Incidencerate of the advanced stages + + + - - + 3
2.02.4.1.3. | TNM not available cases ?
2.02.5. Stage determinants
2.02.5.1. EUROCARE “condensed” C factor + + + - - +/- 1
2.025.1.1. | Percentage of the C1 + + + - - +/- 0
2.025.1.2. | Percentage of the C2 + + + - - +/- 0
2.025.1.3. | Cfactor not available cases ?
2.02.6 Extent of Biological characterization of tumours (if relevant for treatment)
2.02.6.1. ER + + + - - + 0
2.02.6.2. PR + + + - - + 0
2.02.6.3. HER for breast cancer + + + - - +/- 0
2.02.7. Primary Treatment
2.02.7.1. Availability of treatment facilities
2.02.7.1.1. | Radiation equipment - - + + + 2
2.02.7.1.2. | Cancer hospitals - - - + + 1
2.02.7.1.2.1. | Number of 1 000 000 pop - - - + + 2
2.02.7.1.2.2. | Number of beds per 1000 p - - - + + 2
2.02.7.1.2.3. | Proportion of patients treated in cancer hosp - - - + + 1
2.02.7.2. Availability of specialists
2.02.7.2.1. | Genera practitioners - - - + + 1
2.02.7.2.2. | Oncologists - - - + + 1
2.02.7.2.3. | Specidlistsin radio-therapy - - - + + 1
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I ndicator Problems (+ =yes, - = no) Availability (+ =yes, - =no) Rank
Data Quality | Standardi | National | Regional |Site
collection sation level level specific
dataonly
2.02.7.3. Consistency with consensus and guidelines + + + - - +/- 2
2.02.7.4. Proportion of patients treated with
2.02.7.4.1. | Patientstreated by surgery +/- - - + + + 2
2.02.74.2. | Patientstreated with conservative surgery +/- - + + + + 2
2.02.74.3. | Patientstreated with radiotherapy +/- +/- + - - + 2
2.02.7.4.4. | Patientstreated with adjuvant chemotherapy + + + - - + 2
2.02.7.4.5. | Patientstreated with hormonal treatment + + + - - + 2
3. Outcome domain
3.01. Survival
3.01.1. Observed survival
3.01.1.1. 1-year observed survival - - - + + 3
3.01.1.2. 5-years observed survival - - - + + 3
3.01.2. Relative survival
3.01.2.1. 1-year survival - - - + + 3
3.01.2.2. 5-yearsrelative survival - - - + + 3
3.02. Recurrences
3.02.1. Proportion of recurrences + + + - - + 0
3.03. Proportion of cured patients + + + - - + 0
3.04. Average survival of fatal cases - - + + + + 2
3.05. Prevalence
3.05.1. Total prevalence - - - + + 3
3.05.2. 5-years prevalence - - - + + 3
3.05.3. 2-years prevalence - - - + + 3
3.05.4. “Morbid” prevalence + + + - - 1
3.06. Quality life of cancer patients
3.06.1. Patients with social and home assistance + + + - +/- - 1
3.07.1. Use of morfine + + + +/- - 1
3.08. Mortality
3.08.1. Standard indicators - - - + + 3
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ANNEX 8. | NDIVIDUAL CONTRI BUTE: QUESTI ONS AND
PRI ORI TI ES BY DR M KE RI CHARDS ( UK)

I ntroduction

1 Groups of specialists from European countries have been asked to help identify health
indicators relevant to cancer, as part of the Health Monitoring Programme. However, the potential
uses of the proposed health indicators have not yet been made explicit.

2 This paper attempts to identify the questions that policy makers, epidemiologists and others
might wish to address - for which health indicators would provide valuable information. A
framework for prioritising the inclusion of individual health indicatorsis also proposed.

Broad Questions

3 The following broad questions are likely to be of interest to policy makers, epidemiol ogists,
health service researchers, clinicians and patient groups.

= Q1 : How does the burden of cancer differ between
EU member states?

= Q2 : Why does the burden of cancer vary (e.g. variations
in the prevalence of known risk factors; variations
in rates of early cancer detection; variationsin the
quality of treatment)?

= Q3 : What factors may account for the variations identified
in question 2?
= Q4 : What resources are available and what actions are

being taken in different member states to reduce the
burden of cancer?

01: How doesthe burden of cancer differ?

4 This is the most fundamental question. Further questions may be relatively pointless unless
information is available regarding the incidence, mortality and survival from cancer by age, sex and
cancer type. National and regional cancer registries already collect this information and important
comparative studies have been undertaken for several years (e.g. the EUROCARE comparision of
cancer survival rates). It is essential that thisinformation continues to be updated.

5 Associated with this, it will be essential to be able to assess the validity and reliability of
data collected by cancer registries. The various measures of cancer registry coverage and quality
should therefore be given high priority.
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02: Why does the burden of cancer differ?

6 If differences in incidence, mortality and survival are observed, the next obvious question is
‘why'? Researchers will wish to know the extent to which

» The problem is exposed to factors which are known to increase or decrease the incidence of
cancer. Measure of the following parameters may therefore be valuable:

- Smoking prevalence

- Fruit and vegetable consumption
- Obesity prevalence

- Physical activity levels

- Alcohol consumption

- Asbestos exposure

- Exposure to infections

- Exposure to radon

- Exposureto air pollutants

= Patients with cancer are diagnosed/treated 'early’ or ‘late’ in the course of the disease. The
following measures may reflect this

- Duration of symptoms before treatment
- Stage of disease at diagnosis
- Oneyear survival rates

= Patients with cancer receive high quality treatment. A variety of measures of the structure,
process and outcome of care may give an indication of the quality of treatment. Examples
include:
- Measures of specialisation and teamwork

- Development of guidelines

- Measures of the proportion of patients receiving care which accords
with agreed guidelines

- Outcomes such as 30 day mortality rates after surgery

03: What factors may account for variationsin the parametersin Q2?

7 Some of the factors which account for variations in the parameters may be measurable.
Others will be more intangible. For example, smoking prevalence may be related to price and to
levels of advertising of smoking products (both of which can be measured), but may also relate to
cultural and attitudinal factors which may be less easily measured (e.g. the influence of smoking by
prominent members of society on smoking rates among the population in general).
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8 The extent to which patients present with advanced stages of cancer will depend both on the
speed with which they seek medical assistance and on the speed with which the medical system
responds once the patient has presented. Patient delay may relate both to ignorance of the symptoms
of cancer and to cultural factors (e.g. not wanting to bother the doctor). System delay may reflect
both capacity restraints and organisational factors.

9 Many of these factors could be measured if considered of sufficient importance. However, in
some areas research would be needed to devel op robust cross-cultural measures.

04: What resour ces/services ar e available?

10 The relationship between the provision of cancer control programmes (prevention,
screening, diagnosis, treatment and care) and outcomes (e.g. incidence, mortality and survival) is of
ever increasing interest to a wide range of stakeholders. It would therefore be useful to compare the
‘outputs across member states (see Q1 above) with the ‘inputs in terms of financial resources,
services, workforce, facilities, etc. These might include:

* Prevention services (e.g. smoking cessation services)
= Screening services (and measures of their coverage/quality)
= Diagnostic services and activity levels for symptomatic patients

eg. CT scanners per million population
CT scans undertaken per million population p.a.
MRI scanners per million popul ation
MRI scans per million population
Gastroscopies per million population
Colonoscopies per million population

=  Treatment facilities + activity levels

eg. Magor surgical proceduresfor cancer
Acute hospital bed days occupied by cancer patients
Radiotherapy facilities per million population
No of fractions/courses of radiotherapy
No of patients receiving chemotherapy

=  Workforce

eg. Surgeons
Oncologists
Radiologists
Pathol ogists
Haematologists
Palliative Care Specialists

Diagnostic radiographers
Therapy radiographers

Costs of heath/cancer care
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Prioritisation of Health Indicators

11 Experience at the UK/Ireland specialists meeting seemed to indicate that judgements on
priority were based on the following factors:

= Everyone agreed that indicators which address Q1 above should be given very high priority.

= |tems which provide answers to Q2 - Q4 were also given high priority - but with some
variation according to the perspective of theindividual concerned.

= Higher priority was given to those items which are likely to have the greatest impact on the
burden of cancer (e.g. smoking outweighs radon as a cause of lung cancer and was therefore
given higher priority).

= Higher priority was given to those items for which there is the strongest research evidence
regarding their impact on the burden of cancer (e.g. low priority given to some of the air
pollution factors for which strong evidence is lacking).

Panellists were aware of a tendency to downscore items for which reliable indicators may not be
routinely available - even though these may be important.



