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Introduction

At Community level, monitoring the health of therBpean population and the performance of the
health care systems of Member States is a hug# seffee it is difficult to acquire comparable infoation
across countries.

The information needed “can effectively be sumnatimn the form of indicators”(...) that are “a
concise definition of a concept meant to provideimal information on an area of interest”(1).

Over the last few years the EU has focused itsrtsffon creating a European Health Monitoring
System mostly based on the development of a contfoompean list of indicators.

The ECHI (European Community Health Indicators)jgeb has contributed to this enterprise by
producing a list of indicators that should coveéaapects of public health.

Integrating the ECHI list with regard to the arddealth care quality (positioned in the area ddltie
care systems within the ECHI hierarchy), is onetl@f aims of the EUropean Public Health Outcome
Research and Indicators Collection project (EUPHDRFocusing on the field of outcome assessment,
Euphoric proposes a list of 54 outcome indicatdi@yever, the long-term aim of the EUPHORIC project
to elaborate protocols for data collection, harmation and analysis of outcome indicators, by irgegg
the previous knowledge and experiences of the s@aticipating countries in the outcome research.
Therefore a consortium of nine institutions hasnbestablished. Its vital role in the developmenagbint
effort is to provide a valuable source of inforroati

The project is structured in three phases: supiggt, and dissemination of results.

This report illustrates the methods and the resaftghe survey phase and presents the nine
participating institutions.

(1) Public Health Indicators For Europe: Context, sidec definition. Final Report By the ECHI Proje@hase |l
June 20, 2005.






Background

In the last years, the Istituto Superiore di Sar(it&S, Italian National Institute of Health) hasehn
involved in several projects concerning outcomasgssment.

In 2001, the Ministry of Health entrusted the ISBhvihe task of evaluating national health system
quality, singling out and comparing the performanodtained by some pathology therapies. This first
assessment will progressively be spread to ottetorsewith the aim of setting a bench mark forwheous
in-the-field centres working in the territory indar to detect the best ones.

A project was therefore launched, managed by ti&eifSagreement with regional health authorities
and professional associations, firstly on a volgntaasis and by self-certification. The project Idedth
three fields that had shown to have a high impagbublic health by focusing on a particular procedor
each field: Coronary Artery By-pass Graft (CAB@)dardiac surgery, hip replacement in orthopaedicd,
transplantation. For each, pathology working growsse created in order to establish collection and
evaluation methods that were discussed and shgredtbe-field professionals. Therefore, in earf02 the
ISS began two national prospective studies: the GABoject littp://bpac.iss.)tand the EIPA Project (Esiti
Interventi ArtroProtesi di Anca — Hip replacementanmes) [ittp://eipa.iss.)t

The CABG project was coordinated by the Nationaht@efor Epidemiology and was widespread at a
national level involving all the Cardiac Surgeryitdnoperating in Italy. The aims of the project &do
describe observed and expected mortality ratesay8 dfter CABG intervention in each Cardiac Surgery
Unit, being the last adjusted by the individuakrisf patients, and to compare different risk-adjuestt
models. This study represented the first attemptaoduce outcome indicators at the national leegbrofile
hospitals with respect to their performances, angublicize a report card where providers can e bwn
results and compare them to the Italian average.

The EIPA Project was based on the voluntary paditon of Orthopaedic Surgery Units with the aim
to evaluate short term outcomes of hip arthroplgétynonths after intervention). The endpoints were
mortality, complications (for example, infectionssubluxations), motor recovery, and patient satigbn.

As for transplant activities, seven working grouyere set up in November 2001, co-ordinated by the
Italian National Transplant Centre. The groups $eclu on kidney, liver, heart, lung, pancreas
transplantation, paediatric transplants, donor ssssent and control systems. This work was aimed at
promoting attention to quality in organ transplaiota through the collection of outcome indicatolts.
directly involved in-the-field professionals andeogting transplant centres in order to providezeits with
a transparency tool and encourage improvement in eratipg facilities
(http://www.ministerosalute.it/trapianti/trapiangiy). The aims of the project were to compare theonati
result after one year from the transplant withrimégional case histories, to describe the natiantvity, to
evaluate national results, and to compare naticggllts of the previous year. Results of activitieere
evaluated in terms of the survival rate (Kaplan-@destimator) of the organs and of the patiental{®@nd
paediatrics) adjusted by the relative risk factordach centre.

At the end of 2002, the Ministry of Health fundeebtother studies relevant to hip arthroplasty waithi
the national research finalised program for they@802-2004, in which the ISS was involved asrénpa
The first was coordinated by the Orthopaedic lasi Rizzoli in Bologna and was aimed at implenmens
hip register in five Italian regions and studyirge tfeasibility to extend the data collection onadional
basis. The second, coordinated by the Apulia regiaas a multicentre study for outcome evaluation 12
months after intervention.

In 2004, the Italian Health Ministry funded a 3 yeational project to redesign the organizatiothef
National Informative Health System (NIHS): the “Mati” (Bricks) Project. In order to carry on spécif
activities within the NIHS, fifteen programs (Matip have been identified. ISS has been given the
responsibility of coordinating the OUTCOME MEASURBMT program with the aim to identify and
systematically apply valid, reliable and approgriadethodologies in order to define, measure antliatea
outcome indicators at national level. The programecs 2 main areas of interest: comparative outcome
evaluation concerning health providers, represgritie “supply” point of view; and comparative outt®
evaluation concerning population, that is the “publealth protection” point of view. In order toropare
results from providers or populations by takingpiatccount different case mixes, a “risk-adjusteddaaof
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activity has been also set up. The Outcome Measmeprogram has identified 45 indicators split iaréas
of interest: cardiovascular diseases, cancer, tinfes diseases, chronic diseases, orthopaedicggenoy
diseases and miscellanea. Out of the 45, 32 weradyl calculated using the routinely collected datale
some others have startad hocclinical data collections.

As laid down by the National Health Plan 2003-200f final aim of these activities is to develop
protocols to “ensure and monitor the quality ofltfeaare” in order to improve health status, lemgthife
span and better the satisfaction degree of peoplepapulation, by evaluating quality through obijeet
methods.

In this context and in order to share with Eurdpe acquired experience, in the Spring of 2003, ISS
promoted among European partners the presentdtmproposal in the Public Health Program 2003-2008
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Partners Presentation

The EUPHORIC Project, coordinated by the ISS (Jtalyas involved seven European countries
(Greece, ltaly, Finland, Spain, Sweden, AustridgBria).

In this chapter the main beneficiary, the assodidteneficiaries, the collaborating partner and the
technological partner are presented.

Main Beneficiary

Istituto Superiore di Sanita (ISS, The Italian Nati  onal Institute of Health)

The Italian National Institute of Healtlwvw.iss.if is the leading technical and scientific body tue t
Italian National Health System.

The Institute collaborates and consults with othetitutions responsible for public health, inclugli
the Ministry of Health, regional health authoritidgcal health agencies and hospitals. It coopsrafieh
those responsible for the design and implementaifonealth and scientific programmes at a local and
national level. It also plays a leading role in es& major international research projects, rangnogn
cooperative research and development projectsrt@mhitarian assistance.

Its activities include: research, clinical triatgntrol, documentation and training in public hlealt
also serves as a major national clearing-houseébmical and scientific information on public Hbadbksues.

The Institute conducts scientific research in aenidriety of fields, from cutting-edge moleculadan
genetic research to population-based studies loffaistors for disease and disability. Researchripiegs are
based on those set forth in the National Healtin.Rtas also involved in several major clinicahts which
are frequently conducted in cooperation with theidtel Institutes for Scientific Research and Care
(IRCCS) network and hospitals.

The institute is organised in departments, natioratres and technical—scientific services. Onthef
centres is the National Centre for EpidemiologytvBillance and Health Promotion which is involved i
developing and applying epidemiological and biastial methods to monitor and protect human hegatith
to evaluate the quality of health services, anthamitoring the outcomes of hospital proceduredadt, in
order to compare and improve the quality of heakthvices, the centre deals with outcome assessment
studies. In the field of cardiovascular diseasesbute events, like the coronary artery by-paa$t,gpTCA
(angioplasty), myocardial infarction and strokes dentre is involved in the study of risk adjustimaodels.
Moreover, it conducts studies in the orthopaeditdfirelating to the evaluation of hip arthroplastiicomes
and to the setting up of implant registers.

Data source for transplantation field derive frone ftalian National Transplant Centre (CNT), a
technical body within the ISS. It has a role of @hoating waiting list management; establishingreta
standards and procedures for allocating organscesly referring to emergency; establishing nagion
requirements; defining protocols and guidelinestfa activity of interregional and regional centraad
identifying the standards of testing quality andcome of transplant facilities. It also fixes crigefor organ
and tissue allocation and it defines technical patars and criteria to be inserted in waiting lists

Generally, the role of the centre is to monitor sitaation of the transplant sector in Italy by fieg
in contact with reference interregional and regiaeatres.

Associated Beneficiaries

1) University of Athens, School of Medicine, Depart  ment of Hygiene and Epidemiology

The Department of Hygiene and Epidemiology (DHE)h&I of Medicine, University of Athens is
responsible for undergraduate and postgraduategmges in Epidemiology and Methodology of Research,
Biostatistics, Occupational and Preventive MedicEwery year more than 400 medical students atact
of the courses and a lot of Doctoral Degrees agded.



The research activities of DHE are focused on fidesniology and aetiology of cancer, coronary
heart disease, infectious diseases and injurielated to lifestyle (e.g. dietary) and macro-emwinental
factors. The Department’'s involvement in nutriticesearch activities is extensive, as more than 200
scientific papers on the role of nutrition to hbkdfiave been published. Studies have also been ciaadu
pertaining to the identification of healthy dietgatterns and their influence on overall survival.

The Public Health Nutrition and Nutritional Epidexdgy Unit (Unit) was created in the Department
of Hygiene and Epidemiology a few years ago. Todla,Unit's scientific and technical personnel udes
medical doctors, biologists, chemists, nutritiosiisbod technologists, health visitors, statistisiacomputer
experts and lab technicians, as well as reseantimeadrators. This department is successfully coating
the EU supported DAFNE network of 24 European coemitand is responsible for the maintenance and
update of the DAFNE databank; is coordinating three® segment of the EPIC study and the EU funded
EPIC-NAH project; is a core member of the EuroFIBENand is coordinating a series of national preject
particularly on the assessment and promotion dittcaal foods.

Analytically, the Unit participates in the largesthort investigation ever launched in Europe fa& th
study of the associations between nutritional, dgjmal factors and chronic diseases, the European
Prospective Investigation into Cancer and nutristudy (EPIC). European countries participate urtder
coordination of the International Agency for Resbaon Cancer (IARC) of the World Health Organizatio
The Unit has recently successfully completed théCEELDERLY project, a nested-study to the EPIC
project, which focused on studying the potentidé rof nutrition on the health and longevity of elgte
people across Europe and started the coordinatiannew project, which is considered a continuatbn
EPIC-elderly, the EPIC-Elderly Network on AgeingdaHealth (EPIC-Elderly NAH) project. The aim of
EPIC-NAH project is to set up a health informatard surveillance programme for reporting issuesveait
to ageing and health, by establishing a centralldatk of standardised data including baseline imdion
on socio-demographic, dietary, lifestyle, somatoinaharacteristics and self reported morbidityyadl as
follow up data on any of the above mentioned pataraeand cause specific mortality of elderly Euspe
The Unit also coordinates the effort for the depeatent of a European database of comparable natiltio
data, which was initiated in the context of the dagran Union, DAFNE (DAta Food NEtworking) projects.
DAFNE refers to a joint effort of European courdri® compare the food habits of their populationd a
monitor overtime trends in food availability, thgiuthe creation of a non-static, regularly-upddisati
databank.

2) Genetics Research Institute ONLUS (GRI)

The Genetics Research Institute ONLUS (GRI) is a-pifit association located in Milan, ltaly,
constituted under Italian law in 1998. Its purp@st perform scientific research and other effoelated to
human genetics in connection with chronic diseases as cancer. An important facet of GRI's misgon
the study of the interaction between genetics anwif@hmental factors as causative agents in dis€aRé
sponsored several international educational evestsh as educational workshops on "Health Effe€ts o
Non-lonizing Radiation”, and “Menopause and Osteopis”, and the international course on molecular
epidemiology.

The institute is involved in a variety of interratally and nationally funded projects. Some of the
internationally funded projects relate to studigmeal at investigating the genotype susceptibilaytiie
exposure to air pollution and to the low level ehkene in Europe. The nationally funded projeatsigcon
the relationship between diet and cancer and omdleeof hepatitis B and C viruses in the developi
primary liver cancer.

Furthermore, the institute is a partner of threedfd outcome studies: a study on cancer outcomes
after solid organ transplant in Italy; a projecttbe health status of professional soccer playeitaly, in
order to assess the incidence of cancer and anpyitrdateral sclerosis (ALS); and APIKIDS, a pooled
analysis of all the existing studies on outcomeshifdren born after assisted procedures.

3) Department of Epidemiology ASL RM E

The Department of Epidemiology Health Authority RBMin Rome is a public health and research
institution that has the responsibility for epidefagic monitoring of the regional population (abdive
million inhabitants). The department has accesthéoregional information system for routine stitst
(mortality and hospital discharges).



The department has worked for many years in the ditenvironmental exposure carrying out several
epidemiologic studies on the effects of indoor anttloor pollution on health. Occupational fact@kmted
to lung cancer have been studied with particulareace to silica exposure and urban air pollutieeveral
studies on respiratory disorders in childhood Hasen conducted, also in relation to residency axipmity
of air pollution point sources.

The institution is currently participating, as coimator or partner, in several European collaboeati
studies.

Since 2002, the department has run a heat/heattthwaarning system in the city of Rome, and has
developed a framework of preventive strategiessgring 2004, the department was nominated national
reference centre for the implementation of healthegatch warning systems in Italian cities by Nitional
Civil Protection Agency.

The department has strong expertise in outcomeanglselt is currently collaborating with the
Ministry of Health and the National Institute of &th in defining and applying appropriate and tdka
methodologies to measure and evaluate health cdoeroes. In particular, its current participationthe
project “Mattoni — Misura dell’Outcome” of the Meiry of Health is aimed at:

- defining and implementing models, tools and indicafor measurement and evaluation of health
care outcomes, to be used by policy makers andthhealre professionals, in the areas of
cardiovascular, respiratory and gastrointestirsdases, and caesarean section;

- developing risk adjustment models;
- producing methodologies for data record linkage.

Also, the Cochrane Group on Drugs and Alcohol desravithin the Department of Epidemiology. It
is one of the two Italian collaborative review gpsuof the Cochrane collaboration, an internatiorai-
profit and independent organization, dedicated &king up-to-date, accurate information about tHeces
of health care readily available worldwide. Thelalobrative review groups are composed of mostithea
care professionals who prepare systematic revieivbealth care interventions, with editorial teams
overseeing the preparation and maintenance ofaniews, as well as the application of rigorous iyal
standards.

4) Centre for Health Economics at Stakes

STAKES is an independent, non-political institutifimanced by the Ministry of Social Affairs and
Health. STAKES is a public professional centre #@sdclients are public and private decision-makers,
professionals, specialists, administrators, sergiceducers, research communities, researchersergsyd
media and citizens in Finland and abroad. STAKEStheee highly integrated tasks: research, devedopm
and an information bank (social, welfare and heeadtre statistics). This structure creates synesgwéen
statisticians and experts in the field of sociallfare and health care research. STAKES is not an
administrative organization. It has no control apearvisory roles. The previous strict norms haweemgi
place to steering with information .

STAKES is organizationally divided into seven digiss led by the director general, and an
international development collaboration unit at K&S. The Centre for Health Economics (CHESS) was
established at STAKES in September 2002. It belaogthe health service research division. CHESS
undertakes highquality health economics researchhiealthpolicy-relevant issues. It also aims tonpote
co-ordination of Finnish health economics reseametl to increase the impact of research and interact
between researchers. CHESS is part of an intenatiealth economics network.

The most important research projects going on aE&%H are concerned with the evaluation of the
productivity, outcomes and cost-effectiveness @lflthecare and care for the elderly. Methods thatosing
developed are used for making comparisons betwemtice providers, regions and population groups, an
in related information systems. They are utilisechational and international benchmarking of soarad
health services. Studies conducted at CHESS segkdstigate why there are great differences batwee
different countries, regions, service providers pogdulation groups in the costs, outcomes, andabitity
of services.
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5) The Institut Municipal d’Investigaci6 Médica Fou  ndation, Lipids & Cardiovascular
Epidemiology Research Unit

The IMIM Foundation ww.imim.eqg is a private non-profit entity created in 199heTfoundation's
objectives focus on post-doctoral research anchiega@ctivities in the field of biomedicine and hbaand
life sciences and the promotion of such activitkdshin the Institut Municipal d'Assisténcia Sanitar
(IMAS).

The following are some of the functions of the IMINbundation: to manage and follow- through
research projects and funding endeavours it supporppromote high quality research, to ensureethial
aspects of its research as well as the applicatiaeontological principles, to disseminate reseassults,
and to promote specialized teaching activities tredcontinuing education of professionals in theddfiof
health sciences.

The IMIM Foundation is progressively becoming tmtitg in charge of managing the administration
of research resources of IMAS, specially thoseedlto the management of European projects, ttedated
to extramural services, and those related to thdifig of research projects and research netwosdtséisult
from the cooperation with the Instituto de Saludi&salll.

The IMIM Foundation is one of the main promotergiuf Parc de Recerca Biomédica de Barcelona
(PRBB), and in conjunction with the Foundation feesearch of the Universitat Pompeu Fabra and the
Center for Genomic Regulation, actually constitutesPRBB.

The Board (Patronat) is the highest governing bofdihe foundation and it includes representatives
from the Institut Municipal d'Assisténcia Sanitai(lMAS), from the Department of Universities and
Research, from the Generalitat de Catalunya, fr@muniversitat Pompeu Fabra (UPF), from the Unitetrs
Autonoma de Barcelona (UAB), and staff from theitns Municipal d'Investigacié Medica (IMIM).

6) Department of Medical Epidemiology and Biostatis  tics, Karolinska Institutet

Karolinska Institutet is one of Europe's largestiical universities. It is also Sweden’s largestireen
for medical training and research, accounting fo%3of the medical training and 40 % of the medical
academic research that is conducted nationwide.oT ¢ime research fields at Karolinska Institutetrently
have the status of WHO collaborating centres. Rekeeonstitutes a major part of Karolinska Insatlst
activities and covers all medicine, from public lieand caring science to research into human gasom
using advanced technological methods. More thaBQ2/@searchers are active at Karolinska Institutet,
together with nearly 1,000 people who work in latories or with other support services. Severadheoh
researchers from all over the world come each tgeaork as guest researchers at Karolinska Institut

The Department of Medical Epidemiology and Biostats was formally established at Karolinska
Institutet in March 1997 as the Department of MabiEpidemiology (MEP). A biostatistical group was
recruited around 2000, and the name of the depattmas changed in 2002 to the Department of Medical
Epidemiology and Biostatistics (MEB). The departimearrently has 160 employees, including 11 full
professors and 12 associated professors who halelistiplinary backgrounds from medicine, behavadu
science to biostatiscs. The department is oneefatgest units for epidemiologic research in Eargth
broad research programmes, including chronic désegsdemiology, infectious disease epidemiology,
genetic epidemiology, and molecular epidemiolodg, €he department has extensive experience irgusin
the Swedish registers in various research projextiiding outcome research.

7) EFORT-EAR Innsbruck Medical University

The European Arthroplasty Register is a voluntaggwork of national arthroplasty registers in
Europe. It is a major scientific activity of theiépean Federation of National Associations of Qutealics
and Traumatology (EFORTyww.efort.org, and organised as a non-profit society (EFORT-EWRBated in
Linz, Austria. The project was officially launcheg EFORT in June 2002.

The central organization for the daily business sgidntific activities is the EARoffice, locatedthe
Orthopaedic Department of the Medical Universitndbruck, Austria.

It is headed by the EARCoordinator, Dr. Gerold Lglznd includes a central staff of 7 persons.

The mission of EAR is to support the developmenbtbier national arthroplasty registers, to update
data collection and evaluation, to standardize uwat@n and reporting by aiming to increase the
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comparability of national reports on supranatideakl, and to increase the scientific activitiesl ajuality
control in arthroplasty based on register datasets.

EAR supports projects that develop updated teclgieab solutions for data collection and evaluation
and is active in developing central services fgisters for common use to allow more economic ptoces
on national level and supranational common evajuati

By 28 February 2006 EAR was centrally involved Ire tdevelopment of 9 national arthroplasty
registers.

All national arthroplasty registers in continerfairope are member of EAR.
There are 13 national registers in 10 countriesdbidect data regularly.

The national orthopaedic societies of 8 countragehconsented to start national arthroplasty reigist
in cooperation with EAR and based on the EAR gumsl Some of them are at an advanced stage of
organization and close to starting data collection.

EAR is in negotiation to set up a register or suppational activities in a further 7 countries. EAs
in contact with the national joint registry in Gr&xitain concerning future cooperation. EAR isohxed in
activities regarding quality control in orthopaediggery.

EAR has established a user friendly website atBR®RTportal that includes all the worldwide
homepages of arthroplasty registers, has develap&ab-based communication structure and supports
publication activities of arthroplasty registersridavide.

EAR is member of the steering group of an inteorati network of arthroplasty registers, the
International Register Society, and provides théd-ba@sed communicatioinfrastructure for the entire
project.

Collaborating Partner

The National Center of Public Health ProtectionIffawia) participates in this project as subcontmgct
i.e. without receiving funding but with the samepensibility for sharing knowledge and data.

National Center of Public Health Protection

The National Center of Public Health Protection (MBE was established on 1 January 2005 by
uniting the former National Centre of Hygiene, Medical Ecologiyd Nutrition and the former National
Center of Public Health. NCPHP plays an active iolthe development and implementation of prevemtio
improvement of work and leisure conditions, mitigatof environmental pollution, health, safety obéls
and commodities related to human health.

NCPHP is a health institution with research, expertsultative, methodological and training actesti
in the fields of public health protection, healitkrassessment of hazardous impacts to the envinotmisk
factors related to behaviour and life style, hegltbmotion, and integrated disease prevention. mapr
departments at NCPHP are: environmental protectiatrjtion, occupational health, child and adolesce
hygiene and health promotion.

NCPHP has the necessary facilities to perform tlopgsed analyses. NCPHP is accredited (ISO EN
17025) for testing chemical agents and preparatidnscides, pesticides, medications, foodstuffs,
environmental compartments, cosmetic and toiletngdpcts and is accredited for training PhD students
NCPHP is a collaborative centre of the World He&tlganization.

The main area of interest and the present workhan departments “Environment - Health” and
“Occupational Health” in the National Center of RaliHealth Protection, Bulgaria consist of orgatiza
and performance of epidemiological studies for askessment about the influence of different snbstain
the surrounding environment on human health. Risknagement and risk reduction programs are
implemented into practice aiming at improving theality of life of the people.
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Technological Partner

Consorzio Interuniversitario per le Applicazioni di Supercalcolo Per Universita e Ricerca
(CASPUR, Inter-University Consortium for the Applic ation of Super-Computing for
Universities and Research).

Established in Rome on June 5th 1992, the Consoiiia hon-profit organization, financed by MIUR
(Ministero dell’lstruzione, dell’Universita e Rias — the Ministry for Education, Universities anelsRarch)
and by associated Universities.

Its purposes are:
- to manage a center capable of guarantee a highygaiadl high-powered processing service;

- to become a center of excellence available to #Himmal university and research network and to
MIUR, with the aim of spreading the culture of infation and communication technology, along
with promoting their applications;

- to promote the use of the most advanced informagtimtessing systems, to support public and
private scientific and technological research;

- carrying out projects for other bodies, where thadtivity is necessary and useful to the
Consortium’s goals.

- developing research programs aiming at a moreteféeand innovative usage of information and
communication technology, in collaboration withe@tlerganizations and enterprises.

The Consortium can enter into an agreement withvéfsities, CNR, ENEA, INFN, Scientific
Academies, and with other public or private orgations and institutes, Foundations, Societiespnatiand
international authorities working in areas relai@the Consortium’s activities.

At present the Consortium collaborates with theidwatl Institute of Nuclear Physics (Istituto
Nazionale di Fisica Nucleare - INFN), the Italiaatinal Agency for New Technologies, Energy and the
Environment (Ente per le Nuove Tecnologie, I'Energil'’Ambiente - ENEA), the National Institute for
Geophysics and Volcanology (Istituto Nazionale dofisica e Vulcanologia - INGV), and other univeyrsi
departements and istitutions.

Sourcehttp://www.caspur.it/en/theconsortium/aboutus/
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Survey: the first phase of the project

Aims
The first phase of the project was aimed to deffirgetools and the operational conditions necegsary
be used in the implemention of the the pilot, theosid phase of the project.

Therefore aims of the first phase were:
- the definition of a list of outcome indicators;

- the collection of information from the participagirtountries about their internal organisation in
terms of health care system as well as of the Inelalta sources available for the selected outcome
indicators;

- the design of a web site and the selection ofébkrtological partner.

Methods

Developing a list of the outcome indicators

The definition of the indicators list was perfornfetiowing several steps.

The starting point was the experience consolidattitin the “Outcome measurement” research of the
Italian Mattoni project, the project launched ir03My the Italian Ministry of Health in order todesign the
National Health Systembhttp://www.ministerosalute.it/nsis/pgServizi.jsp@armattoni&language=italiaho
Aim of this research line was “to identify and expeent suitable methodologies to define, measuk an
evaluate outcomes”.

Therefore the methodological approach adopted énltddian Outcome Mattoni Project was shared
with all of the partners. It was decided to updaté integrate the first results obtained in Italking into
account the different contexts of the participatiogntries.

Through a deep analysis of international websitesdocuments concerning experimented collections
of indicators, a set of nine areas of pathologyenselected (cardiovascular disease and surgergecan
infectious disease; other chronic disease; orthdipge transplantation; emergency; neonatal/matgrnal
miscellanea). Inside each area, the outcome iraigadopted in European and Extra-European coantrie
were identified. Besides, an analysis of the lii@erelevant to the selected areas was performe| lof
the partners in order to amend and/or integrateditst indicators list (see Appendix 1).

Gathering information from participating countries: the questionnaire

To collect information from the participating coties a questionnaire consisting of 4 parts was draw
up.

The first part was aimed at gathering informatioonf each participant country about the political-
demographical situation and the health care systegenization. It was also aimed at assessinguherat
situation regarding the possibility of implementihg selected outcome indicators.

The second part requested each partner to prowathletl information about the source of data
existing in their respective country for a listcdd$éeases/procedures within the selected nine afeagerest.
For each disease/procedure the followings wereifggac

- Covered area, (national, regional, other);

- Electronic form (yes/no);

- Type of source of data;

- Linkage with other archives (e.g. Hospital Discleafglortality Records);
- Notes.

The participant were also requested to give a lahesicription of the method employed in filling in
their respective questionnaire (see questionnaiseription at the beginning of each Part 2)
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The third part was aimed to estimate the futunednegarding the possibility of building up additab
source of data in each country (databases or eegist others within two years after the beginrinogn the
study).

The fourth part of the questionnaire aimed at @a#sgshe current situation regarding the possybait
implementing the selected outcome indicators inheaountry by using “risk adjustment methods”.
Therefore the indicator profile was specified dkfe:

- source of data;

- outcome indicators number;

- crude /adjusted;

- adjusted by (age, gender comorbidities, othersfoamaing factors);

- age range;

- disaggregated by (gender, hospital, geographieal, amational, other).

It should be pointed out that all the informaticattgered could not be exhaustive of the all existing
sources of data at a local and at a national level.

The design of a web site and the selection of thet  echnological partner

The aim of the website is to give full accountod project work and to facilitate the disseminatibn
results and the communication among the particgiamnthe project. Furthermore the web will hostebaite
application to browse the outcome indicators ofligte

The Inter-University Consortium for the Applicatioof Super-Computing for Universities and
Research (CASPUR) was selected by the main beasfias technological partner to build up the
EUPHORIC web site and assist in the data management

Results

As results of the survey the list of 54 outcomddatbrs and the questionnaires (Part 1, Part 2,3 ar
Part 4) filled in by each participant are preseritetthe following pages.

The EUPHORIC web site is accessible aivw.euphoric-project.eu
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List of Indicators
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Category N. Indicator i) Numerator Denominator
The number of emergency admissions
Emergency readmission w_|th|n 0-27 days (|nc|us_|ve), previous The n_umber of discharges
. . « | « |discharge  from  hospital  following | following treatment for a stroke,
1 | to hospital following f K udi luding th here disch
treatment for a stroke treatment for a stroke (exc luding | excluding those where discharge
psychiatric and obstetric  readmission|is coded as death.
episodes).
The number of emergency admissions for The number of emergency
Death within 30 days of patients with a primary diagnosis of .str_oke admissions for patients of all ages
o . . + | « |(ICD 10 codes 161-164) on admission, |, : ; . .
2 |admission to hospital with h h ient dies in hosoital and af with a primary diagnosis on
a stroke where the patient dies in hospital and after admission of stroke (ICD 10 codes
discharge between 0-29 days (inclusive)
2 161-164).
of admission.
In-hospital deaths . - .
following Coronary Artery | , | . The number of ordlngry adm|s§|ons W'th The number of ordinary hospital
3 CABG where the patient dies in hospital - .
Bypass Graft (CABG) - admissions with CABG.
; (before the discharge).
operation
Death within 30 days of The number of °rd'”?‘fy ad.mIS.SIOI'IS V\.mh The number of ordinary hospital
+« | « | CABG where the patient dies in hospital L
4 | Coronary Artery Bypass or after discharge. between 0-29 davs admissions where CABG was
Graft (CABG) operation . . ge, De L Y performed.
(inclusive) after the first eligible procedure.
In-hospital deaths
following Percutaneous The number of ordinary admissions with . .

5 | Transluminal Coronary * | * | PTCA where the patient dies in hospital Zgr?]igl;?;ﬁgrv\zzhog;jggy hospital
Angioplastic (PTCA) (before the discharge). )
operation

E Death within 30 days of The number of ordinary admissions with
w Percutaneous PTCA where the patient dies between 0- . .
8 6 | Transluminal Coronary * | * [29 days (inclusive) of the procedure, ;—Q;igl;?;ﬁgrvﬂhog;.g:y hospital
8 Angioplastic (PTCA) included deaths in hospital and after )
o operation discharge.
<Z( Death within 6 months of The number of ordinary admissions with
w Percutaneous PTCA where the patient dies between 0-6 The number of ordinary hospital
2 7 | Transluminal Coronary * | * [ months (inclusive) of the procedure, admissions with PTC,gy P
I("/)J Angioplastic (PTCA) included deaths in hospital and after '
a operation discharge.
x Death within 12 months of The number of ordinary admissions with
< Percutaneous PTCA where the patient dies between 0- The number of ordinary hospital
8 8 | Transluminal Coronary * | * |12 months (inclusive) of the procedure, admissions with PTC,gy P
] Angioplastic (PTCA) included deaths in hospital and after )
<>’: operation discharge.
©) In-hospital deaths The number of emergency admissions for
@ following admission to patients aged over 18 with a primary The .““!“ber of emergency
. . ) . o admissions for patients aged over

S 9 [hospital with Acute diagnosis of AMI on admission, where the 18. with a primary diaanosis of

. Myocardial Infarction patient dies in hospital (before the AMI primary diag
< (AMI) discharge). )

The number of emergency admissions for
Death within 30 days of patients aged over 18 with a primary The number of emergency

10 admission to hospital with | , | , |diagnosis of AMI on admission, where the | admissions for patients aged over
an Acute Myocardial patient dies in hospital and after discharge | 18 with a primary diagnosis of
Infarction (AMI) between 0-29 days (inclusive) of AMI.

admission.
The number of emergency admissions for
Death within 30 days of patients aged over 18 with a primary The number of emergency

1 admission to hospital with | , | , |diagnosis of CHF on admission, where the | admissions for patients aged over
Congestive Heart Failure patient dies in hospital and after discharge | 18 with a primary diagnosis of
(CHF) between 0-29 days (inclusive) of CHF.

admission.
Hospital admission for The number of ordinary admission

12 | Congestive Heart Failure | * episodes for patients aged over 18 with a | Resident population aged over 18.
(CHF) primary diagnosis of CHF.

In-hospital deaths and The number of ordinary admissions with

13 neurological complications carotid stenting where the patient dies or | The number of ordinary hospital
following carotid stenting has neurological complication in hospital |admissions with carotid stenting.
procedures (before the discharge).

. The number of ordinary admissions with
Deaths and neurological id . h h ent di
complications within 30 carotid stenting where the patient dies or The number of ordinary hospital
14 has neurological complications in hospital

days from carotid stenting
procedures

and after discharge between 0-29 days
(inclusive) of admission.

admissions with carotid stenting.

(*) P = Population; T = Trust
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Category Indicator i) Numerator Denominator
Breast cancer relative . The observed five year survival rate of ;h%eﬁlr;?gﬁiviﬁr\t/l:veals;?;i 1mgng
survival patients diagnosed with breast cancer. pop 9

% structure.

% Lung cancer relative " The observed five year survival rate of ;h%eﬁlr;?gﬁiviﬁr\t/l:veals;?;i 1mgng

< survival patients diagnosed with lung cancer. pop 9

O structure.

o0 . ) . The expected survival rate among
Colqn cancer relative . The_ obseryed five year survival rate of a population with the same age
survival patients diagnosed with colon cancer. structure

The number of emergency admissions of
Emergency admissions to children aged under 16 with lower
hospital of children with " respiratory tract infections. (Primary Resident population aged under
lower respiratory diagnosis — ICD 10 codes: J10.0, J11.0, 16.
infections J11.1,312.-,J13,314,J15.-,J16.-
,J18.0,J18.1,J18.9,J21.-).

" -

L . . The observed 1/2/5 year survival rate of The expepted _surV|va| rate among

) AIDS survival : . : a population with the same age

< patients diagnosed with AIDS.

w structure.

%’ The number of admissions for patients

N Death within 30 days of with a primary diagnosis of pneumonia The number of admissions for

> admission to hospital with | * | * | where the patient dies in hospital and after | patients of all ages with a primary

O neumonia discharge between 0-29 days (inclusive) |diagnosis of pneumonia.

= P p

O of admission.

i Hospital admissions for The number of ordinary admission Resident population aged under

Z pital - * episodes for children aged under 18 pop 9

. paediatric gastroenteritis H . e . 18.
$) diagnosed with paediatric gastroenteritis.
Hospital admissions for The number of ordinary admission
rosp * episodes for patients diagnosed with Resident population.
influenza influenza
Hospital admissions for The number of ordinary admission
p - * episodes for patients diagnosed with Resident population.
tuberculosis tuberculosis
Hospital admissions for The number of ordinary admission
uncc?ntrolled diabetes * episodes for patients aged over 18 Resident population aged over 18.
diagnosed with uncontrolled diabetes.
Hospital admissions for The number of ordinary admission
o . episodes for patients aged over 18 . .

short term complications diagnosed with short term complications Resident population aged over 18.
of diabetes of diabetes

. I The number of ordinary admission
Hospital adm|55|_ons_ for . episodes for patients aged over 18 . .
long term complications of H h - Resident population aged over 18.

. diagnosed with long term complications of

diabetes diabetes
:;c\:\;r;gl(t?gmiltssmns for The number of ordinary admission
amputations ir?/ atients * episodes for lower extremity amputations | Resident population aged over 18.

@ mput P in patients aged over 18 with diabetes.

h with diabetes

E Discharged patients aged over 18 and

n under 65 with ICD-9-CM principal

[a] diagnosis codes for asthma. Patients with

) . - any diagnosis code of cystic fibrosis and | Population aged over 18 and

% ggjﬁ"gtﬁgg'ss'ons for * anomalies of the respiratory system, under 65 in a selected area or

14 transferring from another institution, or country.

6 Major Diagnostic Category (MDC) 14

24 (pregnancy, childbirth, and puerperium)

o are excluded.

'5 Discharged patients aged under 18 years

a with ICD-9-CM principal diagnosis codes

Hospital admissions for
paediatric asthma

for asthma. Patients with any diagnosis
code of cystic fibrosis and anomalies of
the respiratory system, transferring from
another institution, or Major Diagnostic
Category (MDC) 14 (pregnancy, childbirth,
and puerperium) are excluded.

Population aged under 18 in a
selected area or country.

Hospital admissions for
senile asthma

Discharged patients aged 65 years and
older with principal diagnosis codes for
asthma. Patients with any diagnosis code
of cystic fibrosis and anomalies of the
respiratory system, transferring from
another institution, or Major Diagnostic
Category (MDC) 14 (pregnancy, childbirth,
and puerperium) are excluded.

Population aged 65 years and
older in selected area or country.

(*) P = Population; T = Trust
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Category Indicator (E’) (I) Numerator Denominator
Emeraency readmission The number of emergency admissions The number of discharges
to hosg ital):‘ollowin within 0-27 days (inclusive), previous excluding those coded under
E treatmznt for a frac%ure d * | * [discharge from hospital (excluding mental health and obstetric
hi psychiatric and obstetric readmission specialities and those where
P episodes). discharge is coded as death.
The number of emergency admissions for
patients aged 65 years and over with a The number of emergency
- primary diagnosis on admission of admissions for patients aged 65
E 5;;22 svi\gwltr:) ?1%:63/:; S\fith « | « |fractured proximal femur (ICD 10 codes years and over with a primary
a fractured hi P S72.0,S72.1 and S72.2) where the patient | diagnosis on admission of
P dies in hospital and after discharge fractured proximal femur (ICD 10
between 0-29 days (inclusive) of codes S72.0,S72.1 and S72.2).
admission.
The number of emergency admissions for
patients aged 65 years and over with a Zg;;g?;ﬁgrfg: e;:ii rr?tin:ye d65
In-hospital death following primary diagnosis on admission of ears and over?/vith a rir%a
E admission with a fractured fractured proximal femur (ICD 10 codes Zia nosis on admissio':] of Y
hip $72.0, S72.1 and S72.2) where the 9 :
atient dies in hospital (before the fractured proximal femur (ICD 10
gischarge) P codes S72.0,572.1 and S72.2).
The number of emergency
n The number of emergency admissions for agglsszlr?gs()c(;rr Fxﬁfgts ﬁr%id 65
O patients aged 65 years and over with a Zia nosis on admissioir)l of ry
a primary diagnosis on admission of 9 ’
i} . . - fractured proximal femur (ICD 10
E Returning home following fractured proximal femur (ICD 10 codes codes S72.0, S72.1 and S72.2)
o E hospital treatment for * |S§72.0,S72.1 and S72.2 —see The denominator excludes
L fractured hip denominator data) where the patient is o : .
= ) e admissions where the first episode
%: discharged to the pre-admission category has an admission source coded
) of accommodation between 0 and 27 days
i (inclusive) of admission other than 19, 29, 30, 37, 38, 48,
’ 50, 54, 65, 66, 69, 84, 85, 86, 88,
89.
The number of patients aged 65 and over | The number of patients aged 65
E In-hospital waiting time for + | admitted to the hospital with a diagnosis | and over admitted to the hospital
femur fracture surgery of upper femur fracture with surgery with a diagnosis of upper femur
initiated within 48 hours. fracture.
The number of in-hospital deaths with a 'é‘(ljl dcgs(;‘l}%;gleﬁiwfg ?a%frﬁiiltj:ﬁ
Total hip replacement in- « | code of total hip replacement in any ) prep
E . ; . any field (ICD-9-CM procedure
hospital mortality rate procedure field (ICD-9-CM procedure code: 81.51 total hip
code: 81.51 total hip replacement). replacement),
The number of in-hospital deaths with a ?(I)I d(gs(;:fha;?t?; mthr: F;;(():Z?Tij:nr(tein
Partial hip replacement in- » | code of partial hip replacement in any ot P prep
E . : . any field (ICD-9-CM procedure
hospital mortality rate procedure field (ICD-9-CM procedure code: 81.52 partial hi
code: 81.52 partial hip replacement). - 61,92 P P
replacement).
Number of revisions (= exchange or Total number of primary
E Revision rate removal of at least a part of the implant) at | implantations included in the
follow-up period X. evaluation sample.
Number of revisions (= exchange or Number of all operations (primar
E Revision burden rate removal of at least a part of the implant) in d revisi P P y
a period. and revision).
Medulla ossium araft The five year survival rate of patients after | The expected survival rate among
F relative survival 9 * | * [the medulla ossium graft transplantation | a population with the same age
" procedure. structure.
S F Liver_ transpl_antation +« | « | The _five year surviva}l rate of patients after ;Z%gﬁg?gﬁ%viﬁﬂtﬂéals;i nggng
= relative survival the liver transplantation procedure.
l<l: structure.
<Z( F Hear_t transp_lantation « | « | The five year survival_rate of patients after ;Z%SEE?%ﬁ%vistﬂnt/l%als;?;ee "ggng
a relative survival the heart transplantation procedure.
& structure.
z . . . . The expected survival rate among
é F Lung transpl_antauon « | « | The five year survwa_l rate of patients after a population with the same age
= relative survival the lung transplantation procedure.
A structure.
[T n
Kidney transplantation + | « | The five year survival rate of patients after The expepted _survwal rate among
F ) . . . a population with the same age
relative survival the kidney transplantation procedure. structure

(*) P = Population; T = Trust
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Category Indicator (E)) (1-) Numerator Denominator
Emergency admissionto | , The number of emergency admissions to | Population resident in a selected
hospital hospital. area or country.

The number of discharges from
every hospital. The following
The number of emergency admissions cases are excluded from the
within 0-27 days (inclusive), previous calculation of the denominator: -
discharge from hospital. The readmission | patients discharged as deceased;-
5 where the patient dies is included, but day cases;- patients discharged
= Emergency readmissions | , | , |patients with any mention of a cancer with mention of mental health;-
'("DJ to hospital within 28 days diagnosis or chemotherapy for cancer, or | patients discharged with any
o Major Diagnostic Category (MDC) 14 mention of cancer or cancer
% (pregnancy, childbirth, and puerperium), related pathologies or treatment;-
w or mental health specialties are excluded. | patients discharged with Major
0] Day cases are also excluded. Diagnostic Category (MDC) 14
(pregnancy, childbirth, and
puerperium).
The number of emergency admission
Emergency hospital episodes for patients with principal and
admissions for alcohol * | secondary diagnosis for alcohol related Resident population.
related pathologies pathologies (ICD9-CM
291;303;305.0;357.5;425.5;535.3).
The number of deaths of women while Number of live births in year of
Maternal mortality rate * pregnant or within 42 days of termination analvsis
of pregnancy. ySIS.
Neonatal / Infant mortality | , The number of children dying under 28 . .
rate days / one year of age. The number of live births.
. The number of perinatal deaths. The
< perinatal period starts as the beginning of
E foetal viability (28 weeks gestation or The number of live or death
',-'_J Perinatal mortality rate * 1,000g) and ends at the end of the 7" day births
< after delivery. Perinatal deaths are the '
% sum of stillbirths plus early neonatal
|<£ deaths.
<Zf The number of perinatal deaths admitted
8 in intensive care unit. The perinatal period
z Perinatal intensive care . starts as the beglnnlng of foetal viability The number of live or death
< mortality rate (28 weeks gestan?hn or 1,0009) and ends births.
at the end of the 7 day after delivery.
Perinatal deaths are the sum of stillbirths
plus early neonatal deaths.
Percentage of births The number of births carried out b
1 * * y 1
carrl_ed out by caesarean caesarean section. The number of births.
section
The number of discharges with Jvnf] Z:Jergﬁfé ﬁ;ﬂiﬁg@{ﬁgs records
Death within 30 days of elective/non-elective admission records o -
< . o | A ) admissions, where an eligible
% surgery (eIec_th(_e and non- where_the pfment dies petween 0-29 operative procedure was
< elective admissions) days (mclu;wg) of the first procedure performed. Day cases are
= while hospitalized.
o excluded.
8 The number of ordinary admission
s Hospital admissions for episodes for patients with principal and

alcohol related
pathologies

secondary diagnosis for alcohol related
pathologies (ICD9-CM 291;
303;305.0;357.5;425.5;535.3).

Resident population.

(*) P= Population; T=Trust
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Questionnaires
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ITALY

PART 1

Political and demographical description

Italy is a parliamentary republic, administrativetiivided into 19 regions and 2 autonoumous
provinces.

The territory is 301,401 sq. km, and the popula@drthe end of 2003 was 57.9 million, with an
increasing proportion of elderly people. Subjeaieda65 years and older constituted about 18% of the
population in 2003 (Council of Europe, 2003), asi@xpected to grow to 28% in 2030.

Currently, Italy has one of the lowest birth raiesEurope. The rate of natural increase in the
population has dropped from 1.8 per 1,000 in 1986145 per 1,000 in 2001, and then further top@&i7
1,000 in 2003. In contrast, the rate of net migirainto the country has risen 30 times from 198QQ61.
(World Health Organization Regional Office for Epey 2004)

In 2000, the GINI index (a high index indicates thegree of income inequality in a country) was 36
for Italy, compared with 30.8 for Eur-A overall.dfn 1990 to 2000, almost 13% of Italy’s populatiomred
below the 50% median income level at some pointypared to about 9% for the Eur-A group (UNDP,
2004).

Overall unemployment in Italy was 8.7% in 2003 agabt.5% for the Eur-A (UNSD, 2004).

The National Health System

The NHS was set up in 1978 based on three funda@mciples: universality of assistance, equality
of access and solidarity. Since 1978 there haven beedamental changes, some concerning the
organizational structure of the NHS, and otheraithg patient services are provided.

One of the most important features of the new dmgdional structure is that regions are responsible
for health services planning and organization sitaation of absolute autonomy within the framewofk
the three principles mentioned above.

NHS, funded nationally through general taxation,organized in different public bodies which
cooperate to provide healthcare for all citizenseSe bodies work at a national, at a regional alutal
level.

The bodies operating at national level are:
- the Ministry of Health (Ministero della Salute);
- the National Institute of Health (Istituto Supegati Sanita, ISS);

- the National Institute of Occupational Safety amevention (Istituto Superiore per la Prevenzione
e la Sicurezza del Lavoro, ISPESL );

- the Experimental Animal Prophylaxis Institutes(lgii Zooprofilattici Sperimentali 11.ZZ.SS.);
- the Regional Health Services Agency (Agenzia pevideSanitari Regionali, ASSR).

The Ministry of Health, the central body of the NHSmade up of four Departments and supported by
the National Health Council (Consiglio SuperioreSdinita, CCS). It plays a prominent role in pratert
human health, veterinary health, occupational heaid food safety and health.

It is responsible for:

- ensuring access for all citizens to adequate heatiy

- collaborating with regions in order to evaluate godle improvements in care;

- taking action to correct health inequalities;

- developing plans to face serious health risks.

The National Institute of Health is the technicad scientific body of the National Health Service.

The National Institute of Occupational Safety anevention reports to the Ministry of Health
regarding all aspects of occupational safety, heald prevention.

25



The Agency for Regional Health Care Services ofé¢rategies and support to help Italian regions and
autonomous provinces in order to organize and rmeattegylocal health services in their area and makes
they are performing well and using correctly theoweces allocated.

The Experimental Animal Prophylaxis Institutes adSNtechnical and operating bodies, have the
important role of controlling animal health, qugaliof animal food, breeding, and making sure tha th
relation between human settlements, animals anidosmrent is balanced.

The regional organization

The region governments have the important rolailfifling the objectives of the National Health pla
at a regional level. They are responsible for pilagnand organizing health care facilities and \diitis
through the regional health departments. Moreoey coordinate and control the local health u(ste
below) and public and private accredited hospittivay.

The local organization

Local health authorities (unita sanitarie locafil)uare distributed throughout the country. Eaatalo
health unit, as an autonomous body of the NHS,ozga and plans the health care systems for specifi
areas so as to provide services in the commurogeclto where people live.

The 197 local health authorities ensure nationalthepriorities (Livelli Essenziali di Assistenza,
LEA) operating throughout 934 districts.

Public hospital trusts (aziende ospedaliere) wiaighlarge hospitals (often including more than one
hospital), become “trusts” because of their pecutzaracteristics, a status which gives them muohem
freedom in running their services. One hundred tarmlhospital trusts throughout the country are glees
to provide wide-ranging services, assuring an éffecuse of available resources. These servicdsdac
treatments where patients are admitted to hospliggl,surgery which does not require an overnigisphal
stay for the patient, as well as out-patient seiiwhere patients attend consultations and clinics.

The National Institutes for Scientific Research &ade

(Istituti di Ricovero e Cura a Carattere ScientiftRCCS) have 32 structures (fifteen public and
seventeen private) distributed all over the county autonomous national bodies, they conduct sfien
research in biomedical fields as well as in thédfigf health services organization and managenidnmty
also provide treatments where patients are admitidwbspital as well as out patient services wipateents
attend consultations and clinics.

Private accredited providers, provide hospital canpatient- outpatient) diagnosis services. The
conditions for obtaining accreditation are setegianal level.

Source:

Donatini A.,. Rico A, D’Ambrosio M. G.,. Lo ScalkpOrzella L., Cicchetti A,. Profili S. Health CaBystems in
Transition 2001. A. Rico, T.Cetan (Eds) Europ@dservatory on Health Care Systems.

www.ministerosalute.it

http://www.ispesl.it

http://www.assr.it/

WWW.iSS.it

Health Data Collection

In ltaly the most systematized data collection ealth care at national level is represented by the
hospital discharge abstract (“Scheda di Dimissi@spedaliera” - SDO). Information on hospitalizaion
contained in SDOs is transmitted by all public pnigdate hospitals to their own region and, from tégion
to the Ministry of Health every six months. Hosfsitaurrently use ICD-9-CM (International Classitica
of Diseases-Clinical Maodification, 9th Revisiornfgllan version 2002, to code diagnoses and proesdur

Since 1995 all hospital discharge forms have beenpded using a Hospital Information System
(HIS). The data entered into the system includerination such as demographics (tax code, gendtr, da
and place of birth, place of residence, etc), asimis and discharge dates, admission referral spurce
discharge status, principal diagnosis and up te 8econdary diagnoses, up to six hospital procegdure
ward(s), date(s) of in-hospital transfer, and doeg code corresponding to the admitting facilRegions
can gather, through the SDO, more information thase required from the Ministry of Health.
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Since 1995 the SDO-DRG (Diagnosis Related Groupsjem has been used to allocate funds to
hospitals and to monitor quality of care and outesmThe current DRGs in use is the 19th version.
Information from SDOs is available on the websitig://www.ministerosalute.it

Data relative to the notification of infectious efises and to the management and economic activities
of the local health authorities are reported to Migistry of Health from the LHAs and regions thgbu
specific information flows regulated by law. Theta, also including the activities performed bgiliges
and practitioners that provide outpatient careacheLHA, are reported to the Ministry of Health specific
forms. They concern:

- pharmaceutical care covered by the National Heagtem;

- primary care provided by general practitioners paediatricians;
- specialty ambulatory care;

- residential and semi-residential health care;

- rehabilitation health care;

- home care.

Since the specific forms do not contain informatonthe outpatient characteristics - i.e., on tirenf
relative to ambulatory care, LHAs have to reportyoine number of procedures or visits supplied by
speciality type - Italian regions have built theivn information systems and data collection is \aifferent
among them.

For example, in the Lazio region, data from outpdticare are gathered by the Outpatient Care
Information System (SIAS), the Emergency Informatiystem (SIES), integrating the HIS which gathers
detailed information from Emergency Departmentstloé region, and the Rehabilitation Assistance
Information System (SIAR) which monitors rehabtiita activities provided to patients by accredited
rehabilitation facilities.

In Italy drug expenditure control and monitoringzase reactions of medicinal products is carried ou
by the Italian Medicines Agency (AIFA) through atinaal network of pharmacovigilance which connects
pharmacovigilance contact persons in local healithaities, hospitals, research institutes, rediona
authorities and pharmaceutical companies.

Mortality data are registered in the Regional Regssof Deaths that include information on the
deceased's personal characteristics as well agsdgftéhe death itself (causes of death are masibjified
using ICD-9 codes). Registers of Deaths are natemtein all Italian regions. In these cases, infiram
about residents’ deaths is supplied by the Civdt&t office of the municipality or by the local hha
authority.

In Italy several patient (disease-specific) regsstexist but only some of them cover the wholddtal
territory. Some of the most important Italian reégis are: the national register of AIDS, the nalaegister
of rare diseases, the national register of twims national register of growth hormone users, #t®nal and
regional register of blood and plasma, the ItalRegistry of Dialysis and Transplantation, the #ali
Association of Cancer Registers, the Italian regisf cystic fibrosis.

Finally, the National Statistical Institute (ISTAT¢presents a fundamental source of information on
citizens’ health, particularly on the health stamfsthe population, lifestyles, health risk factofde
expectancy, resources of the national health sef@conomic and instrumental) and their use byess. It
also supplies data on mortality by gender, agemrplace of residence and main causes.
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PART 2

Questionnaire description

The questionnaire has been filled in on the basikeavailable information for the ISS; therefoite,
cannot be considered an exhaustive inventory dhalexisting sources of data at local and natitevel.

In Italy, discharge records (SDO, Scheda di DimissiOspedaliera) are one of the main sources of
information concerning health data (ref. bibl. DNgt2 December, 1991, DM 26th July, 1993). They are
collected to calculate the proper reimbursemeriig@aid by the National Health System (NHS) forheac
hospital (DRG, Diagnosis Related Groups DM 14 Ddwani994).

Every hospital fills in and sends to its own reg@rSDO record for each patient undergoing an
admission; then, the Ministry of Health checks ands together the data sets from each region into a
national one.

The ICD9-CM has been adopted to code diagnosespesabdures for the SDO database. Decree
legislation n. 380 of the Ministry of Health, made the 27th of October, 2000 defines the SDO as “a
synthetic and accurate representation of a medicald”. The condition which required the widedb#fof
workload and expenditure for the hospital, as idiedt at the discharge, is defined as the main rebacs.
Similarly, the main procedure is defined as thattrent closer related to the main diagnosis andtwhas
implied the greatest allocation of healthcare resesl

The Ministry of Health keeps, handles, and utilides SDO data set, but some public institutions can
have this database at their own disposal only itiquéar cases and for specific purposes. During th
Mattoni Project, led by the ISS and aimed at caliod) a series of outcome indicators at a natiteval, the
Ministry of Health provided the ISS with the SDOtalzases of the years 2001, 2002 and 2003 in ooder t
achieve the aims of this study.

Moreover, clinical databases, fed with an activibkection of data, are available for some patholsgie
and procedures listed in the questionnaire (i.evesilance systems on infectious diseases and ndsea
projects) as a multicentre study on coronary afbypass graft surgery available at a national level

The registers cited in the questionnaire concématea of cardiovascular diseases and surgetyawit
regional population register for stroke in Friuleiezia Giulia; cancer area, with regional and proei
registers which cover a geographical area thatiderss 20% of the Italian population; and orthopegdi
area, with regional registers for hip replacementhree regions (Lombardia, Emilia Romagna, Puglia)
whereas for knee replacement only in one regionl{&Romagna).

Data source for the transplantations area is tladiaft National Transplant Centre (CNT
http://www.trapianti.ministerosalute )it/ Its data set includes the following organs: hebwver, kidney,
pancreas and lung.

Both the SDO and clinical records referred to m dluestionnaire are available in electronic form.

It is important to note that the linkage betweesn $DO and other data sets, such as regional ntprtali
registers (RENCAM, REgistro Nominativo delle CAuieMorte) could be implemented, but at present it
has been accomplished only in some regions.
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A. CARDIOVASCULAR DISEASES AND SURGERY

ITALY

Electronic

Covered Area forms Data years Source of data Possi_bility to link with other registers Notes
Nat | Reg | Other | Yes Not From | To (EreEli)
CABG procedures X X 2001 20C3Dlscharge Possible but not yet implemented Indicator:
records A3
Clinical records Indicator:
CABG procedures X X 2002 200Q4(active No A3
collection) A4
PTCA procedures X X 2001  20d 3D|scharge Possible but not yet implemented Indicator.
records A5
ACS — AMI X X 2001 | 2003 Discharge Possible but not yet implemented | 'ndicator:
records A9
ACS — AMI and Unstable angina
ACS — Unstable angina
STROKE X X 2001| 2003 Discharge Possible but not yet implemented Indicator.
records Al
Indicator:
Population Al
STROKE X X 1995| 2004 registry Yes A2
Only for Friuli Venezia giulia|
region
CAROTID ENDO-ARTERECTOMY
procedures
CAROTID STENTING procedures X X 2001 ischarge Possible but not yet implemented Indicator:
records Al3

Legend: Nat, National; Reg, Regional; Other, plegeeeify in the “Notes” column if covering Areaspspital(s), etc.
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ITALY

B. CANCER
Electronic Possibility to link with
CIEEiEn] A forms DEIEVHEENS Source of data other registers | Notes
Nat | Reg | Other | Yes | Not | From | To (specify)
INDICATOR: B1
BREAST . . _— Data on incidence are collected in 19
CANCER X X 1985 1985 | Hospital discharge data Surviegfistry representative areas of the country,
covering 14 regions
CERVICAL _ _ o Data on inc?dence are collected in 19
X X 1985 1985 | Hospital discharge data Surviegfistry representative areas of the country,
CANCER - .
covering 14 regions
INDICATOR: B3
COLORECTAL . . _— Data on incidence are collected in 19
CANCER X X 1985 1985 | Hospital discharge data Surviegfistry representative areas of the country,
covering 14 regions
Data on incidence are collected in 19
HAEMATOLOGICAL X X 1985 1985 | Hospital discharge data Surviegfistry representative areas of the country,
MALIGNANCIES - .
covering 14 regions
INDICATOR: B2
LUNG CANCER X X 1985 1985| Hospital dischargeada | Survival registry Data on incidence are collected in 19
representative areas of the country,
covering 14 regions
Population based, throug
MESOTHELIOMA X X 1993 | Present Regional Operative No National registry of mesothelioma
Centers
Population based, throug
MESOTHELIOMA X X 1993 | Present Regional Operative No 6 regions have local registries
Centers
OTHER TYPES OF CANCER
(specify)
Data on incidence are collected in 19
ALL CANCER X X 1985 1985 | Hospital dischargeaat | Survival registry representative areas of the country,
covering 14 regions
CHILDHOOD
HAEMATOLOGICAL
MALIGNANCIES
CHILDHOOD CANCERS X 1990| Preseht Hospital Himme data |  Survival registry Data on incidence are collected in 3
representative areas of the country

Legend: Nat, National; Reg, Regional; Other, plegeeeify in the “Notes” column if covering Areaspspital(s), etc
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C. INFECTIOUS DISEASES

ITALY

Electronic o . . .
Covered Area forms Data years Source of data (Psosés(:lil:f);:l)ty to link with other registers Notes
Nat | Reg | Other | Yes Not From | To P
HIV/AIDS Registry NO AIDS national registry (RAIDS)
PNEUMONIA X X 2001 2003 Discharge records$ Polssiiut not yet implemented l(':\ngCATOR:
VACCINATION(*) Surveillance NO SPES Registry
system
Clinical records .
INFLUENCE X X 1999 2000 | (Active NO INDICATOR:
- C5
Collection)
INFLUENCE 2001 2003 Discharge records
Clinical records
MENINGITIS : . . FONTE: MINISTERO+ISS
(BACTERIAL) X X 1993 2004 (Actlve_ Possible but not yet implemented (SIMI)
Collection)
MENINGITIS .
(BACTERIAL) X X 2001 2003 Discharge recordg
Clinical records
* .
HEPATITIS (%) X X 1993 2004 (Active Possible but not yet implemented FONTE: MINISTERO+ISS
(VIRAL) : (SIMI)
Collection)
HEPATITIS (*) . d
(VIRAL) X X 2001 2003 Discharge records
Clinical records
*
I(-'IAIE:PL,JA_\I'_I;ITIS ®) X X 1986 | PRESENT (Active NO SEIEVA Project
Collection)
Clinical records
MEASLES X X 1993 2004 (Active Possible but not yet implemented
Collection)
MEASLES X X 2001 2003 Discharge records
Clinical records
RUBELLA X X 1993 2004 (Active Possible but not yet implemented
Collection)
RUBELLA X X 2001 2003 Discharge records

Legend: Nat, National; Reg, Regional; Other, plegseeify in the “Notes” column if covering Areaspépital(s), etc
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D. OTHER CHRONIC DISEASES

ITALY

Covered Area Electronic forms | Data years o . . . :
Nat | Reg | Other | Yes Not From | To Source of data Possibility to link with other registers (specify) Notes
INDICATOR: D1
DIABETES X X 2001 | 2003| Discharge records  Possible buyabimplemented Bg
D4
RENAL DISEASE
HYPERTENSION
COPD
INDICATOR:
ASTHMA X X 2001 | 2003| Discharge records  Posshénot yet implemented Bg
D7
MULTIPLE SCLEROSIS
CROHN'S DISEASE
CHRONIC RENAL FAILURE

Legend: Nat, National; Reg, Regional; Other, plegmeeify in the “Notes” column if covering Areaspspital(s), etc.
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E. ORTHOPAEDICS

ITALY

y

Electronic o . . .
Covered Area forms Data years Source of data (Psosésclitf);:l)ty to link with other registers Notes
Nat | Reg | Other | Yes | Not From | To P
Discharge INDICATOR:
HIP REPLACEMENT X X 2001 | 2003 Possible but not yet implemented E6
records E7
SEIQ(IDCRADLS YES INDICATOR:
HIP REPLACEMENT X X 2000 | 2005 (Active (MORTALITY REGISTRY) Eg
Collection)
KNEE Discharge . .
REPLACEMENT X X 2001 | 2003 records Possible but not yet implemented
CLINICAL
KNEE RECORDS
REPLACEMENT X X 2000 | 2005 (Active YES (MORTALITY REGISTRY)
Collection)
ACCIDENTS-
INJURIES
INDICATOR:
El
FRACTURE OF X X 5001 | 2003 Discharge Possible but not yet implemented (Regimarl":Ie2 is?[rr]ileys \;vree;?/a:g%lznal mortalit
PROXIMAL FEMUR records mortality registry if available) Egg
E4
E5
TRAUMA CARE

Legend: Nat, National; Reg, Regional; Other, plegeeeify in the “Notes” column if covering Areaspspital(s), etc.
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F. TRANSPLANTATIONS

ITALY

Egrer?egre%ther EfsctronicNfg:ms Eﬁ%yeﬁz Source of data Possibility to link with other registers (specify) | Notes
LIVER X X 1995 | 2006| Active collection SIT (Sistemadrhativo Trapianti) Possible but not yet implemente
KIDNEY Active collection SIT (Sistema Infoativo Trapianti) Possible but not yet implemented
HEART Active collection SIT (Sistema Infortive Trapianti) Possible but not yet implemented
LUNG Active collection SIT (Sistema Informat Trapianti) Possible but not yet implemented
MEDULLA Active collection SIT (Sistema Inforativo Trapianti) Possible but not yet implemented

Legend: Nat, National; Reg, Regional; Other, plesgmeeify in the “Notes” column if covering Areaspspital(s), etc.
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ITALY

G. EMERGENCY

Discharge INDICATOR:
Emergency admission X X 2001 | 2003 9 Possible but not yet implemented Gl

records G2
Emergen_cy admission for alcohol relg 2001 | 2003 Discharge Possible but not yet implemented INDICATOR:
pathologies records G3

Legend: Nat, National; Reg, Regional; Other, pleseify in the “Notes” column if covering Areaspspital(s), etc
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ITALY

H. NEONATAL/MATERNAL

ﬁg}(’er?egre%ther Efsctronlc'\lic;ms Eﬁ;yea}ltz Source of data Possibility to link with other registers (specify) | Notes
Vaginal births X X 2001 | 2003| Discharge records Possible buyabtmplemented INDICATOR: H1
Caesarian births X X 2001 2003 Discharge record3ossible but not yet implemented INDICATOR: H1, H5
Perinatal intensive carg X X 2001 20p3 Dischaegerds | Possible but not yet implemented INDICATEOR

Legend: Nat, National; Reg, Regional; Other, plesgseeify in the “Notes” column if covering Areaspspital(s), etc.
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ITALY

I. MISCELLANEA

Alcohol related pathologies
INDICATOR:
. ischarge . : 11 ;
Surgical procedures X X 2001  20( 32 cords Possible but not yet implemented only where regional
mortality registries
are available

Legend: Nat, National; Reg, Regional; Other, plegpeify in the “Notes” column if covering Areaspspital(s), etc.
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PART 3.

ITALY

Are there in Your Country activities related to Disesase Registers or databases that could become difexin the next two years?

Yes IX!

If Yes:

No ! !

Activity

Covered Area

Electronic
forms

Nat

Reg

Other

Yes Not

Starting in
year

Source of data

Notes

Italian CABG Project 2

X

X

2006

Clinical Records
(Active Collection)

MULTICENTRIC STUDY
INDICATOR:

A3

A4

IN-ACS OUTCOME

2005

Clinical Records
(Active Collection)

MULTICENTRIC STUDY

INDICATOR:

All

Al10

Death, re-AMI, heart failure at 30 days, 6
12 months

OSCAR FOR QUALITY
“Outcome Survey on Coronary Angioplasty

2005

Clinical Records
(Active Collection)

MULTICENTRIC STUDY
INDICATOR:

A5

A6

A7

A8

MACE (death, myocardial infarction an
new revascolarizations) at 3, 6, 12 Months

RISC2
“Carotid Stenting procedures Registry”

2006

Clinical Records
(Active Collection)

MULTICENTRIC STUDY
INDICATOR:

A13

Al4

Fracture of Proximal femur Registry

2006

Clinical Records
(Active Collection)

Regonal collection (Marche Region

~—

planned in Regional Health Program data

Legend: Nat, National; Reg, Regional; Other, plesgseeify in the “Notes” column if covering Areaspspital(s), etc.
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PART 4.

ITALY

Detailed information concerning the selected inicmfor Procedure/Pathology:

CABG, ACS-AMI, Coronary Angioplasty, Carotid Stenting procedures, Fracture of Proximal femur

Source of data N Indicator Crude | Adj | Adjusted by ggni;e g:r? glzi%ategegy Nat | Other
Confounding factors (age,
ﬁ;!g‘rl,cé A‘B%Eggjz?tsl_(g)lg 22 X ge_nder, comorbidities, type| 15-99 X X X X
of intervention,...)

All
CLINICAL RECORDS (DB IN- | A10 X Confounding factors (age, Al X X X X
ACS OUTCOME) MACE (Death, re-AMI, heart gender, comorbidities, ...)

failure) at 30 days, 6 or 12 months

A5

A6
CLINICAL RECORDS (DB A7
OSCAR FOR QUALITY A8 X Confounding factors (age, Al X X X X STEMI/NO-
“Outcome Survey on Coronary | MACE (death, myocardial gender, comorbidities, ...) STEMI
Angioplasty”) infarction and new

revascolarizations) at 3, 6, 12

Months
CLINICAL RECORDS (DB A3 Confounding factors (age, medical speciality
RISC_2 “Carotid Stenting AL4 X | gender, comorbidities, type| All X X X X | (surgeon,
procedures Registry”) of plaque...) radiologist, ...)
CLINICAL RECORDS (DB of Confounding factors (age
Fracture of Proximal femur E5 X ' All X X

Registry)

gender, ...)

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegmify
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GREECE

PART 1

Political and Demographical Description

Greece is a parliamentary democracy with the Pifimaster elected through national elections and
the President elected by the Parliament. Charaetéhy a mixed economy and a large public sectec
is slowly restructuring parts of its economy thrbymivatization.

With almost 11,000,000 inhabitants (2001 nationahstis), the country has received substantial
immigration from neighbouring countries during thst decades that places additional burden oneh#hh
care system. The territory of the country is mouaas and with an abundance of islands which poses
difficulties in accessing health care facilities the whole of the population. The unemploymene riat
around 10% and the total health expenditure (asepége of the gross domestic product) is almost 9%
More than 15% of the population is over 65 yeais ¢he demographic ageing is bound to challenge
traditional systems in responding to the futureglterm care needs of elderly people. Conventioifal |
expectancy is around 75 for men and 80 for womamking Greece high on the list of countries with th
highest life expectancy in Europe. Although infand maternal mortality rates have dropped subsignti
during the last decades (perinatal mortality is ohthe lowest in Europe, around 8/ 1,000 livehs)t there
are still health problems related mainly to motyafrom ischemic heart disease, cerebrovascularadis
and road accidents.

National Health System

Currently, the number of hospital beds is 477/100,thhabitants whereas the number of hospital
doctors is 223/100,000 inhabitants (the numbepfafl doctors is 434/100,000 inhabitants) and ngrsire
personnel is 400/100,000 inhabitants. Dentistsaapend 114/100,000 and pharmacists around 69/100,00
inhabitants. In 2001, 336 hospitals and healthsumére in operation: 145 of them were public antl W8re
private. Hospital beds are at 500/100,000 inhatsitamd hospital services are delivered mainly tiinou
public hospitals. During the two last decades,|Irbealth centres have been established which peaihe
decentralization of delivered health services andarsal coverage of the rural population. Privegetor
hospitals are mainly in the capital of Greece, Athélhey are characterised by a modern infrastrei@nd
high technology equipment, but they have highetscosmpared to public hospitals.

The health care system in Greece is financed byxafrtaxed-based and insurance-based financing,
sharing elements from both the Bismarck model theaare is funded by social insurance) and the
Beveridge model (health care is funded by the statiet). The Ministry of Health exercises centaitrol
by regulating, among others, social insurance futids payment of hospitals, the number of the persb
employed in the hospitals and rural centres.

The national health insurance system is publicughooptionally, a private form of insurance can be
chosen. The founding stone of the Greek welfaréesyss the creation of IKA (Social Security Institun,
1934) which is a vast organization comprising heddrof administrative centres and health units.IK4
members have access to a sufficient standard dthheare as well as a pension upon their retirement
Subsequently, the implementation of OGA (Agriculluinsurance Organization) followed in 1961 which
covers all the country’s rural population. In oréereverse the degeneration of the old health egstem as
well as to restrain the expansion of private pcaatj the ESY (National Health System) was createthgl
the eighties, comprising all public hospitals andht health centres. Following restructure, ESY diagled
into autonomous and independent regional branclaiedc DYPE (Peripheral Health Systems) and
professional hospital management was introducethobetter administration of the system. Each DYE
a public entity, with a director appointed by thénMter of Health and Social Solidarity, which hae
responsibility of the coordination of regional pdarg, secondary and tertiary health activities witthie area.
Out of a total of about 300 different social inswr@ organizations, about 40 provide coverage agHies
risk of illness to nearly all the Greek populatidtlembership of the insurance funds is compulsoryttie
employed population and its dependants and is basedccupation. All the above-mentioned insurance
funds are administered as public entities and éoparader extensive control by the central Goverrimen
Approximately 10% of the Greek population take soitne voluntary health insurance by private inswganc
companies.
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Concerning payment modality, medical personnel wgrkn public hospitals, in rural centres, and in
IKA polyclinics is paid on a salary basis. Privdtectors, comprising also the ones that are caeftdny the
social insurance funds, are paid on a fee-for-serlsiasis. Since 1992, 25% of the drugs have bddrbga
the patient. For certain diseases, the percentage low as 10% and persons with major chronic idond
are fully exempted.

Finally, concerning social care state-run sociavises, there are mother and child care centres and
centres for disabled persons in operation. Manyrgonities offer social services through centrestiar
elderly (KAPIs). These centres provide, among athemng prescriptions and doctor and nurse visits.

References:

Health care systems in transition. Greece. Worla@lieOrganization. Regional Office for Europe. Copagen.
1996

Health for all database. WHO Regional Office for&pe. The European Health Report. 2002

Health Data Collection

The main source of information at a national oriaegl level concerning health indicators is the
National Statistical Service of Greece (www.statssgr). On this site, there are data concerning th
country’s demographics (births, marriages, deatbmographic projections) as well as morbidity (frtima
analysis of hospital discharge records) and meytéliom the analysis of mortality records).

Data derive from hospitals and each record reptesare in-hospital episode.

The coding system used by the National StatisBeaVvice of Greece is the ICD-9 system. The ICD-10
system for the coding of diseases will be impleradmturing the next few years.

Another national record keeping organization is lttedlenic Centre for Infectious Diseases Control
(www.keel.org.gr ) with available data even foradises such as avian influenza and SARS.

Population-based registers, created through linkefjevarious sources of information, such as
mortality data, hospital discharge and physiciaoréds, do not exist at a national level.

Nowadays, there is an effort to construct a mormildel national database for several diseases,
especially cancer.

Patient registers, hospital discharge records aodaifity records are confidential. Major hospitals
have departments that, for research purposes, kdiem detailed records regarding their patientsnfthese
hospital or regional databases, analyses can eamterning morbidity and mortality data.
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PART 2

Questionnaire description

There are no population-based registers and daslodis national or regional level implemented by a
national authority in Greece. In order to examinegible indicators, the inventory has been filledaniostly
on the basis of available information from the Naél Statistical Service of Greece (www.statisgjgs.This
service publishes morbidity and mortality data &bdr over Greece, as well as for different age gsoup
regions and gender. Morbidity data derive from @re@eentative hospital sample and each record remties
one in-hospital episode. The coding system usethéyWational Statistical Service of Greece is B4
system. The ICD-10 system for the coding of diseas# be implemented during the next few years.

Data source for the transplantations area is thdlemle National Transplant Organization
(www.eom.gr). Its data set comprises informationtfee following organs: heart, liver, kidney, pases,
lung, bone marrow and corneal.

The Hellenic Centre for Infectious Disease Contpulblishes periodically statistics regarding
infectious diseases (www.keelpno.gr). The statisticailable for the last few years are for all atifeus
diseases, such as influenza, avian influenza, ¢ubsis, HIV/AIDS, etc.

For cardiovascular diseases and procedures, apantthe available data published by the National
Statistical Service of the country, there are sahditional data found on the site www.onassei@gr this
site, the Onassis Cardiac Surgery Centre, a ndit-pmstitution specializing in cardiovascular sarg, as
well as in diagnostic and interventional cardiologyblishes statistical data about in-hospital icesascular
mortality, as well as the absolute number of camasyear in various cardiovascular procedures, péso
total number of patients.

Major hospitals have departments that, for resepraoiposes, often keep detailed records regarding
their patients; from these hospital or regionalalases, analyses can be done concerning morbidity a
mortality data, which are usually found in pubmednmv.ncbi.nim.nih.gov/entrez/query.fggiln some
diseases, only pubmed articles were retrieved, usecdhere were no other data available. Thus, the
limitation of the absence of national registers esthe Greek inventory not an exhaustive invenodrall
existing sources of data at local and nationalllefe an example, the Arcadia Stroke Registry iscal
registry where information can only be found in @appublished in widely accepted peer-reviewednalsr
in the pubmed.
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A. CARDIOVASCULAR DISEASES AND SURGERY

GREECE

Electronic

Possibility to link

CIEEiEn] A forms DRI YERlE Source of data with other registers Notes
Nat | Reg | Other | Yes | Not | From | To (specify)
CABG procedures
Onassio Cardiosurgery Center (one |of Hospital
PTCA procedures X 2003 20C3the . b_|gge§t hospitals in  GreegePossible but INDICATOR: Number of cases per year
specialized in heart-surgery proceduregs)mplemented and per total number of patients
CLINICAL RECORDS
INDICATORS: Number of hospital
National Statistical Service of Greece Possible but A g:asrccg;?es per year and number of degths
ACS - AMI X X 1957 | 2003 DISCHARGE RECORDS, . ) . .
MORTALITY RECORDS implemented !\lote that beqause the ICD.-9. is siill
implemented, it would be difficult tg
define cases of acute coronary syndromes
“Hippokrateion hospital’- Cardiology .
angsi’n; AMI and Unstable X X 2003 | 2004| Unit- University of Athens ﬁ;ﬂﬂgngg ! INDICATORS: A3, A5, A9
CLINICAL RECORDS
INDICATORS: Number of hospital
National Statistical Service of Greece Possible but A g:asrccg;?es per year and number of degths
ACS - Unstable angina X X 1957 200®DISCHARGE RECORDS, . ) . .
implemented Note that because the ICD-9 is sfill
MORTALITY RECORDS . ; o
implemented, it would be difficult tg
define cases of acute coronary syndromes
National Statistical Service of Greece Possible but t:j'\ilsl?:ﬁ?;;ise.r ygalirgztejrnu?r:be?%?%zlths
STROKE X X 1957| 2003 DISCHARGE RECORDS, implemented per year.
MORTALITY RECORDS Note that the ICD-9 is still implemented
INDICATORS: incidence of stroke, 28
day case fatality rate
4 POPULATION REGISTRY Possible but t A1, A2 could also possibly be calculated
STROKE X X 1993|1993 (The Arcadia Stroke Registry) implemented after re-analysis of the data.
Data are available only for the Arcadia
region.
CAROTID ENDO-
ARTERECTOMY
procedures
CAROTID STENTING
procedures

Legend: Nat, National; Reg, Regional; Other, plesgseeify in the “Notes” column if covering Areaspspital(s), etc.
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B. CANCER (1/2)

GREECE

Electronic

per

per

per

per

per

Covered Area forms Data years Source of data I:t’r(])SSIbI|IlEyttO link W|t_h Notes
Nat | Reg | Other | Yes | Not | From | To OilET MREfEES (ER2ET1)

National Statistical

Service of Greece INDICATORS: Number of hospital
BREAST X X 1057 | 2003 DISCHARGE Possible but not yet discharges per year and number of deaths
CANCER RECORDS, implemented year.

MORTALITY Note that the ICD-9 is still implemented.

RECORDS

National Statistical

Service of Greece INDICATORS: Number of hospital
CERVICAL X X 1057 | 2003 DISCHARGE Possible but not yet discharges per year and number of deaths
CANCER RECORDS, implemented year.

MORTALITY Note that the ICD-9 is still implemented.

RECORDS

National Statistical

Service of Greece INDICATORS: Number of hospital
COLORECTAL X X 1057 | 2003 DISCHARGE Possible but not yet discharges per year and number of deaths
CANCER RECORDS, implemented year.

MORTALITY Note that the ICD-9 is still implemented.

RECORDS

National Statistical

Service of Greece INDICATORS: Number of hospital
HAEMATOLOGICAL X X 1057 | 2003 DISCHARGE Possible but not yet discharges per year and number of deaths
MALIGNANCIES RECORDS, implemented year.

MORTALITY Note that the ICD-9 is still implemented.

RECORDS

National Statistical

Service of Greece INDICATORS: Number of hospital
LUNG CANCER X X 1957| 2003 DISCHARGE _Possible but not yet discharges per year and number of deaths

RECORDS, implemented year.

MORTALITY Note that the ICD-9 is still implemented.

RECORDS

National Statistical

4 Service of Greece Possible but not yet INDICATORS: Number of deaths per year.

MESOTHELIOMA 1980 | 2002 MORTALITY implemented

RECORDS

Legend: Nat, National; Reg, Regional; Other, plegseeify in the “Notes” column if covering Areaspspital(s), etc
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B. CANCER (2/2)

GREECE

Electronic Possibility to link
CmveEEe A forms PRI Source of data with other Notes
Nat | Reg | Other | Yes | Not | From To registers (specify)
National Statistical
gtlesr\éclz_ieAcggEreece Possible but not yet INDICATORS: Number of hospital discharges per ygar
ALL CANCER X X 1957 2003 . and number of deaths per year.
RECORDS, implemented Note that the ICD-9 is still implemented
MORTALITY ’
RECORDS
National Statistical
CHILDHOOD gtlesr\éclz_ieAcggEreece Possible but not yet INDICATORS: Number of hospital discharges per ygar
HAEMATOLOGICAL X X 1957 2003 RECORDS, implemented and number of deaths per year.
MALIGNANCIES MORTALITY Note that the ICD-9 is still implemented.
RECORDS
Here are some references of the articles of th&dddd
Department off Haematologists-Oncologists Group in Greece:
Epidemiology of Petridou E, Trichopoulos D, Kalapothaki V, et aheT
Athens Medical risk profile of childhood leukaemia in Greece: |a
CHILDHOOD . School . nationwide case-control study. Br J Cancer. 19%{9)/
HAEMATOLOGICAL X X Mid- Present DISCHARGE P035|ble but not yet 1241-7. _ _ _
MALIGNANCIES 80s RECORDS, implemented Petridou E, Skalkidou A, D_essypns N, Moustaki M,
CLINICAL Mantzoros C, Spanos E, Trichopoulos BEndogenous
RECORDS, risk factors for childhood leukemia in relationttee IGF
MORTALITY system (Greece). The Childhood Haematologists-
RECORDS Oncologists Group. Cancer Causes Control. 2000
Sep;11(8):765-71.
National Statistical
[S)?Sr\é%eAﬁgéeece Possible but not yet INDICATORS: Number of hospital discharges per ygar
CHILDHOOD CANCERS X X 1957 2003 . and number of deaths per year.
RECORDS, implemented Note that the ICD-9 is still implemented
MORTALITY ’
RECORDS

Legend: Nat, National; Reg, Regional; Other, plegseeify in the “Notes” column if covering Areaspspital(s), etc

NOTE for Cancers: Oncologists is Greece have fortm@dgroups, 1. the Hellenic Cooperative Oncologpup (HeCOG) and 2. the Hellenic Oncology Rese@ubup (HORG). These groups
have in their disposal big databases/registeratémts with different types of cancer.
Though these data are strictly confidential ang #re not representative of Greece, they couldigeo@tata concerning the B1, B2, B3 categories roaat (that is, data concerning breast cancer,

lung cancer and colon cancer survival).
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C. INFECTIOUS DISEASES (1/3)

GREECE

Electronic

Covered Area forms Data years Possibility to link
Source of data with other registers Notes
Nat | Reg | Other | Yes | Not | From To (specify)
National Statistical Possible but not yet INDICATORS: Number of hospital discharges per yaad number
Service of Greece implemented of deaths per year.
MORTALITY Note that the ICD-9 is still implemented
HIV/AIDS X X 1984 | 2003 RECORDS,
DISCHARGE
RECORDS
Hellenic Centre for| Possible but not yet INDICATORS: newly reported HIV infections per totehses, tota
Infectious Diseases implemented and percentage of each transmission category, mage of each
HIV/AIDS X X 1984 | 2004| Control (HCIDC) gender among cases, newly diagnosed AIDS casewtabrcases
CLINICAL cumulative number of AIDS cases, percentage ofhdeamong
RECORDS HIV/AIDS cases.
National Statistical Possible but not yet INDICATORS: Number of hospital discharges per yaad number
Service of Greece implemented of deaths per year.
MORTALITY Note that the ICD-9 is still implemented.
PNEUMONIA X X 1957 | 2003 RECORDS
DISCHARGE
RECORDS
Not available.
Some data for vaccination in Greece could be foungub med
articles, as:
Frantzidou F, Diza E, Halkia D, Antoniadis A. A gprevalence
VACCINATION study of poliovirus antibody in the population dfrthern Greece
Clin Microbiol Infect. 2005 Jan;11(1):68-71.
Van Damme P. Hepatitis B: vaccination programmeEunope--an
update. Vaccine. 2001 Mar 21;19(17-19):2375-9.
Hellenic Centre for| Possible but not yet Number of cases per year
Infectious Diseases implemented
INFLUENCE X X 1998 | 2003| Control (HCIDC)
CLINICAL
RECORDS

Legend: Nat, National; Reg, Regional; Other, plesgmeeify in the “Notes” column if covering Areaspspital(s), etc.
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C. INFECTIOUS DISEASES (2/3)

GREECE

Electronic o . .
Covered Area forms Data years Source of data olzr?:flrt:“gtfaorsl,lr(]g v(\elgirf]y) Notes
Nat | Reg | Other | Yes | Not | From | To 9 P
National Statistical Service INDICATORS: C5, that is almost equal to the numlodr
of Greece Possible but not yet hospital discharges per year--- and number of depdh year.
INFLUENCE X X 1957 2003 DISCHARGE RECORDS | implemented Note that the ICD-9 is still implemented.
MORTALITY RECORDS
Hellenic Centre for
MENINGITIS | X X 1998 | 2003 Infectious Diseases Contr I_POSS|bIe but not vyet INDICATORS_: N_u_mber qf cases per year for viral nmeyifis,
(HCIDC) implemented bacterial meningitis, meningitis from unknown cause
CLINICAL RECORDS
National Statistical Service . INDICATORS: Number of hospital discharges per yead
of Greece Possible but not vyet
MENINGITIS | X X 1957 | 2003 . number of deaths per year.
DISCHARGE RECORDS | implemented Note that the ICD-9 is still implemented
MORTALITY RECORDS P )
Hellenic Centre for .
: . . INDICATORS: Number of cases per year for Hepa#tjB, C
HEPATITIS | X X 1998 | 2004 Infectious Diseases ContrplPossible but not yet ,q iner tynes of hepatitis.
(HCIDC) implemented
CLINICAL RECORDS
. L L . INDICATORS: Number of hospital discharges per yead
HEPATITIS | X 1957| 2003 'c\)'fag‘r’g:(':esm's“ca' Ser"'c‘mslse'ﬂ:m:gt not Y&l umber of deaths per year.
P Note that the ICD-9 is still implemented.
Hellenic Centre for
MEASLES X X 1998| 2003 Infectious Diseases Contr IPossmIe but not yet INDICATORS: Number of cases per year for measles
(HCIDC) implemented
CLINICAL RECORDS
National Statistical Service . INDICATORS: Number of hospital discharges per yead
4 of Greece Possible but not vyet
MEASLES X X 1957 | 2003 . number of deaths per year.
DISCHARGE RECORDS, | implemented Note that the ICD-9 is still implemented
MORTALITY RECORDS P )
Hellenic Centre for
RUBELLA X X 1998 | 2003 Infectious Diseases Contr )IPOSSlbIe but not yet INDICATORS: Number of cases per year for rubella.
(HCIDC) implemented
CLINICAL RECORDS

Legend: Nat, National; Reg, Regional; Other, plegeeeify in the “Notes” column if covering Areaspspital(s), etc.
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C. INFECTIOUS DISEASES (3/3)

GREECE

Electronic

Possibility to link with

OO ATEE forms DRI YERlE Source of data other registers Notes
Nat | Reg | Other | Yes | Not | From | To (specify)
lc\)lfa(tal?g:cl:eStatlstlcal Servicg Possible but not vet INDICATORS: Number of hospital discharges per yaad
RUBELLA X X 1957 | 2003 . y number of deaths per year (hospital dischargearade
DISCHARGE RECORDS, | implemented mortality rate). Note that the ICD-9 is still impiented
MORTALITY RECORDS y ) )
Hellenic Centre for
Infectious Diseases . . .
TUBERCULOSIS| X X 1998 | 2003 Control (HCIDC) ::]:)s]imgnt;ggnot yet INDICATORS: Number of cases per year for tubercislos
CLINICAL RECORDS P
National Statistical Service INDICATORS: C6, which is almost equal to the numbégr
of Greece Possible but not yet hospital discharges per year------- and number aftteper
TUBERCULOSIS| X X 1957 | 2003 DISCHARGE RECORDS,| implemented year.
MORTALITY RECORDS Note that the ICD-9 is still implemented.

Legend: Nat, National; Reg, Regional; Other, plesgmeeify in the “Notes” column if covering Areaspspital(s), etc.
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D. OTHER CHRONIC DISEASES

GREECE

Electronic

D

Covered Area forms Data years Source of data* olzr?:rsghti)s/tg;"(]g V(\a/gi?y) Notes
Nat | Reg | Other | Yes | Not | From | To 9 P
. INDICATORS: Number of hospital discharges per
DIABETES X X 1957 | 2003 EﬁlggﬁiﬁfngEggggs E;)Slse'mgnt;ggnm yet year and number of deaths per year.
P Note that the ICD-9 is still implemented.
. INDICATORS: Number of hospital discharges per
RENAL DISEASE X X 1957 | 20043 Eﬂlgg$£5$$§§gg§gss i':ﬁslse'mgnt;ggmt yet year and number of deaths per year.
P Note that the ICD-9 is still implemented.
) INDICATORS: Number of hospital discharges per
HYPERTENSION X X 1957 | 2003 Eﬂlgg?ﬁggfggggggss E;)Slse'mgnt;ggnm yet year and number of deaths per year.
P Note that the ICD-9 is still implemented.
. INDICATORS: Number of hospital discharges per
BPCOD X X 1957 | 20043 Eﬂlgg$£5$$§§gg§gss i':ﬁslse'mgnt;ggmt yet year and number of deaths per year.
P Note that the ICD-9 is still implemented.
ASTHMA X X 1080 | 2003 MORTALITY RECORDS POSS|bIe but not yet II\!D!CATORS: mortality rate. Note that the ICD-9 i$
implemented still implemented.
. INDICATORS: Number of hospital discharges per
CHRONIC RENAL DISCHARGE RECORDS, | Possible but not yet
X X 1957 | 2003 T ear and number of deaths per year.
FAILURE MORTALITY RECORDS | implemented Klote that the 1CD-9 is stil irﬁpleﬁneme d
. INDICATORS: Number of hospital discharges per
MULTIPLE DISCHARGE RECORDS, | Possible but not yet
SCLEROSIS X X 1957 1 2003) \iORTALITY RECORDS | implemented year ?Qgtrt‘ﬁg“f(’%_‘g gﬁ”?ﬂ?&;ﬁj&e 4
CROHN'S DISEASE Not available. Possibly, in ICD-9 crohn’s disease
could have been classified under the title: non-
infectious enteritis and colitis

Legend: Nat, National; Reg, Regional; Other, plegeeeify in the “Notes” column if covering Areaspspital(s), etc.
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E. ORTHOPAEDICS

GREECE

ev

Electronic Possibility to link
CIEEiEn] A forms PRIl Source of data with other Notes
Nat | Reg | Other | Yes | Not | From To registers (specify)
HIP Not available
REPLACEMENT
EEEEACEMENT Not available
National Statistical
Service of Greece . .
ACCIDENTS- MORTALITY Possible but not yet INDICATORS: Number of hospital discharges per yed
X X 1957 2003 . number of deaths per year.
INJURIES RECORDS, implemented Note that the ICD-9 is still implemented
DISCHARGE )
RECORDS
Nationwide data that appear in articles in Pub meah this
department are numerous, such as:
Dedoukou X, Spyridopoulos T, Kedikoglou S, Alexe
DM, Dessypris N, Petridou E. Incidence and riskdeg of fall
Emergency injuries among infants: a study in Greece. Archi&teddolesc
Department Injury Med 2004; 158(10); 1002-6
ACCIDENTS- X X 1996 | Presen Surveillance System- | Possible but not yet Petridou E, Kedikoglou S, Belechri M, Ntouvelis E,
INJURIES Department of implemented Dessypris N, Trichopoulos D. The mosaic of equastrelated
Epidemiology, Medical injuries in Greece. J Trauma 2004; 56: 643-7
University of Athens 1. Dessypris N, Petridou E, Skalkidis Y, Moustaki M,
Koutselinis A, Trichopoulos D. Countrywide
estimation of the burden of injuries in Greece: a
limited resources approach. J Cancer Epidemiol Pr
2002; 7: 123-9
National Statistical
Service of Greece . .
FRACTURE  OF| X 1057 | 2003 | DISCHARGE Possible but not yet L’:‘Jﬁq’ggz?sg’éﬂ'\]‘:’;:re;eo;hos'o'ta' discharges per yarad
PROXIMAL FEMUR RECORDS, implemented Note that the ICD-9 is still i'mplemented
MORTALITY )
RECORDS
TRAUMA CARE Not available

Legend: Nat, National; Reg, Regional; Other, plegeeeify in the “Notes” column if covering Areaspspital(s), etc.
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F. TRANSPLANTATIONS

GREECE

Electronic o . .
Covered Area forms Data years Source of data Possf:hgtg:sll?é( v;/gir;y())ther Notes
Nat | Reg | Other | Yes | Not | From | To g P
Hellenic National Transplant
L . . . INDICATOR: cases per year
LIVER X X 1985 | 2002 Orggnlzatlon, Hellenic Republic Possmle but not yet There are also data for combined transplantatipns
Ministry of Health and Welfare implemented of kidnev-liver and liver-bancreas
CLINICAL RECORDS y P
Hellenic National Transplant "\:]Dl(:ATO(?: cafses per ylear . f i
Organization, Hellenic Republic Possible but not yet There are data for transplantations from an alive
KIDNEY X X 1985 | 2002| .~ ' . or a dead donor.
Ministry of Health and Welfare implemented There are also data for combined transplantatipns
CLINICAL RECORDS ; ; ; P
of kidney-liver, kidney-pancreas
Hellenic National Transplant
L . . . INDICATOR: cases per year
HEART X X 1985 | 2002 O_rg_anlzanon, Hellenic Republic _Possmle but not yet There are also data for combined heart-lung
Ministry of Health and Welfare implemented transplantation
CLINICAL RECORDS P
Hellenic National Transplant
L . . . INDICATOR: cases per year
LUNG X X 1985 | 2002 Orggnlzatlon, Hellenic Republic Possmle but not yet There are also data for combined heart-lung
Ministry of Health and Welfare implemented transplantation
CLINICAL RECORDS P
Hellenic National Transplant
L . . . INDICATOR: cases per year
MEDULLA | X X 2001 | 2002 Organization, Hellenic Republic _Possmle but not yet There are data concerning if there are autologous
Ministry of Health and Welfare implemented or allogenic and the rate of survival
CLINICAL RECORDS 9 '

Legend: Nat, National; Reg, Regional; Other, plesgmeeify in the “Notes” column if covering Areaspspital(s), etc.
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GREECE

G. EMERGENCY

Emergency admission

Not available

Emergency admission for alcohol relg
pathologies

Not available

Legend: Nat, National; Reg, Regional; Other, plegeify in the “Notes” column if covering Areaspspital(s), etc.
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GREECE

H. NEONATAL/MATERNAL

w

National
. . Statistical . . INDICATOR:
Vaginal births X X 1957 | 2003 Service of Possible but not yet implemented caseslyear
Greece
National Data are under th
Caesarian births X X 1957 2003Stat|_st|cal Possible but not yet implemented title (IC.D -9 codlng);
Service of other direct obstetrig
Greece causes
Perinatal intensive care Not available

Legend: Nat, National; Reg, Regional; Other, pleseify in the “Notes” column if covering Areaspspital(s), etc.
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GREECE

I. MISCELLANEA

Alcohol related pathologies

Not available

Surgical procedures

Not available

Legend: Nat, National; Reg, Regional; Other, plegeify in the “Notes” column if covering Areaspspital(s), etc.
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GREECE

PART 3.

Are there in Your Country activities related to Disease Registers or databases that could become effexin the next two years?

Yes IX! No !!

Greek Ministry of
GREEK CANCER REGISTRY X X 2006 Health and Welfare

CLINICAL RECORDS | MULTICENTRIC STUDY
“ " (Active Collection) by

HELIOS" STUDY X X 2005 the Greek Cardiologic | INDICATORS: A3 -A10
Society

If Yes:

Legend: Nat, National; Reg, Regional; Other, plegpify in the “Notes” column if covering Areaspspital(s), etc.
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GREECE

PART 4.
Detailed information concerning the selected inicmfor Procedure/Pathology:

PTCA procedures

CLINICAL RECORDS Number of cases per year and per total numbertiia X All ages X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@Geographical Area; Nat, National; Other, plegeify.
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GREECE

PART 4.

Detailed information concerning the selected inicmfor Procedure/Pathology:

ACS-AMI
DISCHARGE RECORDS Number of hospital dischargesyeer X All ages X
MORTALITY RECORDS Number of deaths per year X ades X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegmeify.
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PART 4.

Detailed information concerning the selected ingicsifor Procedure/Pathology:

ACS-AMI and unstable angina

GREECE

CLINICAL RECORDS A3
CLINICAL RECORDS A5
CLINICAL RECORDS A9

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@5Geographical Area; Nat, National; Other, plegeify.
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GREECE

PART 4.
Detailed information concerning the selected ingicsifor Procedure/Pathology:

ACS-unstable angina

DISCHARGE RECORDS Number of hospital dischargesyeer X All ages X

MORTALITY RECORDS Number of deaths per year X Ades X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegmeify.
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GREECE

PART 4.

Detailed information concerning the selected inicmfor Procedure/Pathology:

Stroke
Disaggregated by
Source of data N Indicator Crude | Adj Adjusted by Age range Gen | Hos | Geo | Nat Othe_r
(specify)

DISCHARGE RECORDS Number of hospital discharges per year X All ages X
MORTALITY RECORDS X All ages X

Number of deaths ir veal
CLINICAL RECORDS ) Age, sex, type of stroke All ages

Incidence of stroke ner 100000 net-veart
CLINICAL RECORDS . Type of stroke, sex All ages X

28.-dav cace fatalitv of atrn

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@35eographical Area; Nat, National; Other, plegseify.
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GREECE

PART 4.
Detailed information concerning the selected inicsifor Procedure/Pathology:

Breast cancer

DISCHARGE RECORDS Number of hospital dischargesyeer X All ages X

MORTALITY RECORDS Number of deaths per year X adles X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegmeify.
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GREECE

PART 4.
Detailed information concerning the selected inicafor Procedure/Pathology:

Cervical cancer

DISCHARGE RECORDS Number of hospital dischargesyper X All ages X

MORTALITY RECORDS Number of deaths per year X adles X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@Geographical Area; Nat, National; Other, plegeify.
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GREECE

PART 4.

Detailed information concerning the selected ingicsifor Procedure/Pathology:

Colorectal cancer

DISCHARGE RECORDS Number of hospital dischargesyeer X All ages X

MORTALITY RECORDS Number of deaths per year X adles X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegmeify.
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GREECE

PART 4.

Detailed information concerning the selected ingicsifor Procedure/Pathology:

Haematological malignancies

DISCHARGE RECORDS Number of hospital dischargesyeer X All ages X

MORTALITY RECORDS Number of deaths per year X Ades

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitalp@Geographical Area; Nat, National; Other, plegeify.
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GREECE

PART 4.
Detailed information concerning the selected inicmfor Procedure/Pathology:

Lung cancer

DISCHARGE RECORDS Number of hospital dischargesyear X All ages X

MORTALITY RECORDS Number of deaths per year X adles X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitalp@Geographical Area; Nat, National; Other, plegeify.
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GREECE

PART 4.
Detailed information concerning the selected inicmfor Procedure/Pathology:

Mesothelioma

MORTALITY RECORDS Number of deaths per year X adles X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegmeify.
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GREECE

PART 4.

Detailed information concerning the selected inicsafor Procedure/Pathology:

All cancers
DISCHARGE RECORDS Number of hospital dischargesyger X All ages X
MORTALITY RECORDS Number of deaths per year X Ades X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@5Geographical Area; Nat, National; Other, plegify.
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GREECE

PART 4.
Detailed information concerning the selected inicmfor Procedure/Pathology:

Childhood haematological malignancies

DISCHARGE RECORDS Number of hospital dischargesypar X All ages X

MORTALITY RECORDS Number of deaths per year X afles X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitalp@5Geographical Area; Nat, National; Other, plegify.
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GREECE

PART 4.

Detailed information concerning the selected ingicsifor Procedure/Pathology:

Childhood cancers

DISCHARGE RECORDS Number of hospital dischargesypar X All ages X

MORTALITY RECORDS Number of deaths per year X adles X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitalp@Geographical Area; Nat, National; Other, plegeify.
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GREECE

PART 4.

Detailed information concerning the selected ingicsifor Procedure/Pathology:

HIV/ AIDS

DISCHARGE RECORDS Number of hospital dischargesyger X All ages

MORTALITY RECORDS Number of deaths per year X afjes

CLINICAL RECORDS Number of cases per year X Transmission, gen@athd All ages X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegmify.
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GREECE

PART 4.

Detailed information concerning the selected ingicsifor Procedure/Pathology:

Pneumonia
DISCHARGE RECORDS Number of hospital dischargesyper X All ages X
MORTALITY RECORDS Number of deaths per year X adles X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitalp@Geographical Area; Nat, National; Other, plegeify.
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GREECE

PART 4.

Detailed information concerning the selected ingicsifor Procedure/Pathology:

Influenza

Number of hospital discharges per year
DISCHARGE RECORDS (almost equal to C5) X All ages X
MORTALITY RECORDS Number of deaths per year X afles X
CLINICAL RECORDS Number of cases per year X Alea

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@Geographical Area; Nat, National; Other, plegeify.
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GREECE

PART 4.

Detailed information concerning the selected ingicsifor Procedure/Pathology:

Meningitis

DISCHARGE RECORDS Number of hospital discharges per year X All ages X
MORTALITY RECORDS Number of deaths per year X adles X
CLINICAL RECORDS Number of cases per year X Alea X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitalp@Geographical Area; Nat, National; Other, plegeify.
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GREECE

PART 4.

Detailed information concerning the selected ingicsifor Procedure/Pathology:

Hepatitis

DISCHARGE RECORDS Number of hospital discharges per year X All ages X
MORTALITY RECORDS Number of deaths per year X atles X
CLINICAL RECORDS Number of cases per year X Alea X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitalp@Geographical Area; Nat, National; Other, plegeify.
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GREECE

PART 4.

Detailed information concerning the selected ingicsafor Procedure/Pathology:

Measles

DISCHARGE RECORDS Number of hospital discharges per year X All ages X
MORTALITY RECORDS Number of deaths per year X adles X
CLINICAL RECORDS Number of cases per year X Alea X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegmeify.
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GREECE

PART 4.

Detailed information concerning the selected inicmfor Procedure/Pathology:

Rubella

DISCHARGE RECORDS Number of hospital discharges per year X All ages X
MORTALITY RECORDS Number of deaths per year X afles X
CLINICAL RECORDS Number of cases per year X Alea X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegmeify.
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GREECE

PART 4.
Detailed information concerning the selected inicmfor Procedure/Pathology:

Tuberculosis

Number of hospital discharges per year
DISCHARGE RECORDS (almost equal to C6) X All ages X
MORTALITY RECORDS Number of deaths per year X afles X
CLINICAL RECORDS Number of cases per year X Alea X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegmeify.

78



GREECE

PART 4.

Detailed information concerning the selected inicsafor Procedure/Pathology:

Diabetes
DISCHARGE RECORDS Number of hospital dischargesyper X All ages X
MORTALITY RECORDS Number of deaths per year X afles X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegmeify.
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GREECE

PART 4.
Detailed information concerning the selected ingicsifor Procedure/Pathology:

Renal Disease

DISCHARGE RECORDS Number of hospital dischargesyper X All ages X

MORTALITY RECORDS Number of deaths per year X afles X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegmify.
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GREECE

PART 4.

Detailed information concerning the selected inicsafor Procedure/Pathology:

Hypertension
DISCHARGE RECORDS Number of hospital dischargesyper X All ages X
MORTALITY RECORDS Number of deaths per year X afles X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegmeify.
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GREECE

PART 4.

Detailed information concerning the selected inicsafor Procedure/Pathology:

BPCOD
DISCHARGE RECORDS Number of hospital dischargesyper X All ages X
MORTALITY RECORDS Number of deaths per year X afles X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegmeify.
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GREECE

PART 4.

Detailed information concerning the selected ingicsifor Procedure/Pathology:

Asthma

MORTALITY RECORDS Number of deaths per year X adles X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitalp@Geographical Area; Nat, National; Other, plegify.
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GREECE

PART 4.
Detailed information concerning the selected inicsafor Procedure/Pathology:

Chronic Renal Failure

DISCHARGE RECORDS Number of hospital dischargesyper X All ages X

MORTALITY RECORDS Number of deaths per year X afles X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegmeify.
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GREECE

PART 4.
Detailed information concerning the selected inicsafor Procedure/Pathology:

Multiple sclerosis

DISCHARGE RECORDS Number of hospital dischargesypar X All ages X

MORTALITY RECORDS Number of deaths per year X atles X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegmeeify.
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PART 4.

Detailed information concerning the selected inicmfor Procedure/Pathology:

Accidents/ Injuries

DISCHARGE RECORDS

Number of hospital dischargesypar

GREECE

All ages

MORTALITY RECORDS

Number of deaths per year

aAfles

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitalp@Geographical Area; Nat, National; Other, plegify.
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GREECE

PART 4.
Detailed information concerning the selected inicsafor Procedure/Pathology:

Fracture of proximal femur

DISCHARGE RECORDS Number of hospital dischargesyper X All ages X

MORTALITY RECORDS Number of deaths per year X afles X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegmeify.
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GREECE

PART 4.

Detailed information concerning the selected inicsafor Procedure/Pathology:

Transplantations
CLINICAL RECORDS Cases per year (for transplantations of liver, &drheart, lung) X All ages X
MORTALITY RECORDS Number of deaths per year (meatihnsplantation) X All ages X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegmeify.
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GREECE

PART 4.
Detailed information concerning the selected ingicsifor Procedure/Pathology:

Vaginal births

CLINICAL RECORDS Cases per year X All ages

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@Geographical Area; Nat, National; Other, plegify.
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FINLAND

PART 1

Political And Demographical Description

Finland is situated in northern Europe. It has putation of 5.2 million with 15 inhabitants per sge
kilometre. Finland has an 80-year old history oflépendence and Western democracy. Finland is a
parliamentary republic with a multiparty politiceystem. It has been a member of the European Winaoe
1995.

The Finnish administration system consists of thegels: state, province and municipality. However,
the provinces are actually regional representatfdbe central state government. Their administsatire
appointed by the central government; they do neéfeay democratically elected organs. Finlandvidldd
into five administrative provinces and the Alangufgls which have an autonomous status.

Power in Finland is vested in the people who apgesented by deputies assembled in Parliament.
Legislative power is exercised by Parliament, thesiélent of the Republic having a minor role. Thghbst
level of government of the state is the Councibtite (Government) which consists of a Prime Mamnisind
a requisite number of Ministers.

The head of the state is the President of the Riepuiho is elected for a period of six years. In
practice, the President's power in political argther than foreign policy is limited; but the poweraccept
laws and to appoint senior civil servants doesnparate the potential for acts of political sigoéce.

The Parliament has a single chamber of 200 repiatdess, elected for a four-year term. Parliament
has three main functions through which it represém people and makes basic decisions on Finpigtyp
It passes laws, it debates and approves the nbbaodget and it supervises the way the countryiseged.

Closest to the people are the self-governing mpaiities which are all governed according to
uniform national legislation. Many responsibilitigacluding primary education and the social andlthe
services, are devolved at the level of the 432 mipalities. Municipalities levy a local income tasich is
decided independently by each municipality. Muradiies also receive other tax revenues, subsioled
by the state, and other revenues.

National Health System

In its institutional structure, financing, and gaathe Finnish health care system is closest tsetloh
other Nordic countries and the UK, in that it cavéhe whole population and its services are mainly
produced by the public sector and financed thragmgyeral taxation. The Finnish health care systembea
described as one the most decentralised in thadwievien the smallest of the municipalities are oesjble
for arranging and taking financial responsibility 2 whole range of “municipal health services’oriaran
international perspective, another unique charatierof the system is the existence of anotherlipub
finance scheme (the National Health Insurance-NiHeme) that partly reimburses the same servicéseas
first, but also services which are provided by phieate sector. In addition to subsidising the akspecific
private health services, the NHI scheme also fiearmzcupational and student health services ampdibent
medicines.

Municipally provided services include primary amesialist health care. Primary health care is ngainl
provided at health centres that are owned by mpalities or federations of municipalities. Preveatcare
for communicable and non-communicable diseasesulataoy, medical and dental care, an increasing
number of outpatient specialised services, andowvarpublic health programs (e.g. maternity and sicho
health care) are provided by the health centresy Hiso provide occupational health services amndcss
for specific patient groups, e.g. clinics for dis®eand hypertension clinics. Included with hea#thtres are
inpatient departments. The majority of patientshiese departments are elderly and chronicallybilt, in
some municipalities health centres also providetdleom acute curative inpatient services. In addito the
inpatient departments of health centres, long-tarxane is provided at homes for the elderly that
administratively come under municipal social seggic

The local authorities are also responsible for oizjag specialized medical care for residents ef th
municipality. To this end, the country is dividedd 20 hospital districts (in addition, Aland forrits own
hospital district). The largest hospital distrintterms of population base has over 1.4 millioralitants
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while the smallest has over 65,000. Each munidipatiust belong to one hospital district. The numdier
members in a hospital district varies from six & 5

Each hospital district has a central hospital atteerounits. Five of these are university hospitals
offering more demanding forms of specialized mddieae. Hospital districts provide specialised atignt
and inpatient care. Patients need a referral fiweir health centre doctor or any other licensedsyamn in
order to get access to the outpatient or inpatiksgiartment in a specialized care hospital. In ggne
patients cannot choose the hospital where they willtreated. In practice, travelling distance larthe
choice. Moreover, health centres have guidelinesvbare patients with certain symptoms and diagnoses
should be sent. In hospitals, the possibilitiespgatients to choose their doctor depends on, famgke, the
organization of departments and the number of apsts.

The second public financing scheme, the NHI, coutsrsixembers (i.e., all Finnish residents including
people who are not working) in the following fieldsckness allowances, maternity allowances, speaia
allowances, student health services, rehabilitatiervices, and medical expenses (drugs prescripea b
doctor, private-sector examinations and treatmgetsormed or prescribed by a doctor or dentist, and
transportation services). In addition, it partlynmburses employers for the costs of occupationalthe
services.

There are only a few private hospitals that provass than 5% of the hospital days in the country.
Patients do not need any referral for these hdspi#ad National Health Insurance reimburses phathe
expenses to the patient. In addition, some murlitigm and hospital districts purchase some specifi
services from private hospitals. However, this @ very common at the moment. There are also dsictor
own private practices which provide specializedratient care.

Both primary health care physicians and hospitatilists may work in the private sector in additio
to their work in the public sector. About one-thoflall doctors (both general practitioners andcgists)
have some kind of part-time private practice. Inlidn, about 10% of doctors work full time in pate
practice. In the private sector, patients are foeghoose any private general practitioner or pegpecialist.
Doctors in private practice can refer patientsublig hospitals as doctors in health centres can.

Health Data Collection

The responsibility for national social welfare amehlth care statistics is divided in Finland betwee
Statistics Finland and National Research and Dewmémt Centre for Welfare and Health (STAKES), both
of which are official statistical authorities indHield. Statistics Finland collects and publiskies economic
and manpower statistics and mortality records. SHB's field of activity is the service structure sdcial
welfare and health care: birth statistics, day cstegistics, hospital statistics, income suppord ahild
allowances, etc. Most of this information comesfnoation-wide client-patient registers based oividdal
personal identification numbers (PIN). This makegassible to link different in-patient episodesl aven
different registers together.

STAKES collects data from the social welfare andlttecare institutions. Providers of health care
services include hospital districts, primary healtlre institutions and 50 private care institutioimsthe
social services, service producers total aboutQl,80ncludes services for the elderly, servicesaled at
alcohol and drug problems, services for disabledplee etc. There is also a large private sectot tha
especially produces so-called half-open servieggely various kinds of service homes.

Discharge reports (Hilmo) are sent yearly to STAKESN care institutions. Before sending, they are
scrutinised for technical errors at the institutidst STAKES, the data is analysed, checked andected
both manually and with a computer program. A peasa@entifier is encrypted and the data is included
the relational database. This is used for repodimdjresearch purposes.

The collection process has many phases and it depanthe capabilities of the data providers. Ad on
end of the process, everything is done by fillimgpaper forms while at the other end of the process
everything is done by information technology. Thatad collection technology may be integrated into
commercial information systems. For smaller orgatiins, there is a product for collecting data. étbc00
producers use this free product. This product ohetuclassifications, definitions, rules, etc. ahdlso
includes a reporting system. STAKES also colleattividual data of special health conditions: births
congenital anomalies, abortions, sterilizationsicea, and sight disabilities. Regarding social arelf there
is a special collection process for income suppod child welfare.
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One idea of data collection is to give automatid gnick feedback information (reports on paper) to
the service producers and information senders. Mé&wmation technology has made it possible to terea
intelligent and safe database access systems.akspdas, there is SOTKAnet information bank and hakp
benchmarking data base which are available on &ie w

The SOTKAnNet Indicator Bank is a new STAKES infotioa service that offers key population
welfare and health data from 1990 onwards on athiEh municipalities, based on the current adniist
division into municipalities. For instance, it alle the user to search for indicator data concerdifigrent
geographical areas in absolute numbers and pegemntlndicator descriptions provide informationdata
content, interpretations, data sources, years edy@nd possible restrictions. The Current News@eon
the front page will offer summaries prepared byegigon interesting topics.

The hospital benchmarking project is a collaborabetween STAKES and hospitals. It uses a patient
level national register of discharges (for all stimapatient and outpatient admissions) and cdata. To
measure output, a new measurement unit was dewkltiie called the ‘care episode’. An episode stss
of all the admissions and outpatient visits folaéignt due to one and the same iliness. The iratsdhat are
used to measure productivity can be viewed from diff@rent viewpoints and at different levels: frahe
provider's viewpoint at the hospital level, speitjabnd patient group (DRG level), and from theioagl
viewpoint at hospital-district and municipality k8. This permits, for example, the comparison of
productivity in different hospitals and disaggreghspecialities to the comparison of episodes oh B&RG
group using indicators such as hospital admisspansepisode, outpatient visits per episode, bed gay
episode, and cost per episode.
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PART 2.

Questionnaire description

The Finnish statistical system in health care sdhereasingly on registers based on individuabmés
with a unique personal identification number (Plahd extraction of data from the patient/clienbmfiation
systems organised at local level. The questionnaire been filled in on the basis of the available
information included in the Finnish registers. Thain source of data is the National Discharge iseqg
Using a PIN, it is possible to link different intnt episodes and different registers (such asistirDeath
Register, Registers of Social Insurance Instityteord Finnish Cancer Registry) together.

The National Discharge Register includes all impdtidischarges. The new report system was
implemented at the beginning of 1994 for institnéibhealth care, and partially for out-patient (dsyrgery.
Questionnaires supplementing the basic report foane been used from 1994 onwards to collect data on
patients with demanding cardiac conditions (demagadardiac patients). Since 1998, the registeralss
included outpatient visits to public hospitals

The National Discharge Register includes the falt@ainformation:

Provider of the service

1. Code
2. Code specifier

Information on the patient/client

Personal identification number
Municipality

Population responsibility area
Code of the patient living abroad
Type of service

Speciality

© N Ghs®

The treatment is described by the following:

9. Date of admission

10. Way of admission

11. From where the patient came to the institution

12. Code of the referring institution (if another igtion)
13. Code specifier of the referring institution

14. Sent by/referral given by

15. Code of the institution from where the patient wast
16. Code specifier of the institution from where théigra was sent
17. Date when put on to waiting list for treatment

18. Reason for treatment

19. Need for treatment at the beginning of treatment
20. Diagnoses (main and two secondary)

21. External cause of accident

22. Need of treatment when discharged

23. Surgical procedures

24. Decision of long-term care (yes/no)

25. Demanding cardiac patient (yes/no)

26. Psychiatry (yes/no)
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27. Code for specialized hospital care
28. Number of holidays

Discharges described with the following information

29. Date of discharge

30. How the patient's care is organized after discharge
31. Where the patient will be cared for after discharge
32. Code specifier of the institution after discharge

Additional information on demanding cardiac patgent

Type of procedure

Nature of procedure

NYHA-assessment

The risk points in coronary arterial disease
Employment status before hospital admission
Primary result of procedure

ook wbd PR

Additional information concerning patients in adytediatric and juvenile psychiatric care

Way of arrival at psychiatric ward

Duration in days of hospital care against patieniis
Sequence number of latest admission to psychiatid
GAS-assessment on admission and at the momenhsiige
Drug therapy

Unwilling admission and care procedures

Meetings with relatives or other close acquaintance

No ok~ owbdhpE
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A. CARDIOVASCULAR DISEASES AND SURGERY

FINLAND

Electronic

Covered Area forms Data years Source of data Pos_,sibility to _Iink with other Notes
Nat | Reg | Other | Yes Not From | To FEEIBIETS EREE)
. At National  discharge Yes . Death register, Registers [oSpecial interest for research
CABG procedures X X 1987 Present| register National Health Insurance. (Stakes/CHESS)
. At National  discharge Yes Death register, Registers [pSpecial interest for research
PTCA procedures X X 1999 Present| register National Health Insurance. (Stakes/CHESS)
National  discharge Death register, Registers pfSpecial interest for research
register. In a specidl National Health Insurance. (Stakes/CHESS). we have |a
data base (Perfegt ongoing research project since
project see under 1998
¥l At hospital discharge
ACS - AMI X X 1987 | present| data is linked with
mortality register and
registers in Nationa
Health insurance
(see appendix 1)
CONGNESTIVE HEART X X Xk 1987 At National  discharge Yes Death register, Registers [of
FAILURE Present| register National Health Insurance.
National discharge Yes Causes of death registerSpecial interest for research
STROKE X NG 1087 At register Registers of National Health(Stak_es/CHESS). we haV(_e \a
Present insurance. ongoing research project singe
2004
National discharge Yes Causes of death register'We do not yet know how the
CAROTID STENTING X X 2004 At register Registers of National Healthprocedure is reported in the
procedures Present X )
insurance. register

Legend: Nat, National; Reg, Regional; Other, plegeeeify in the “Notes” column if covering Areaspspital(s), etc.

* On line internet from 2001 to 2003

! A special data base at internet on one year follow up of AMI patients, their cost, use of services, medicines and mortality , available at internet since 1998
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FINLAND

B. CANCER

) } special interest for research
BREAST X X At finnish cancer registry yes death  register, natlonglf(stakes/chess). we have a ongoing research

CANCER 1956 Present http://www.cancerregistry.fi/eng/statistics.htmg;?::;flgicrki%:;ei;s’urr;?ézters project since 2004. however, there are other
) international projects ( eurocare-2 ,eurochip-2)

LUNG X X 1956 At finnish cancer registry yes death register and natiorjathere are other international projects ( eurccare

CANCER Present| http://www.cancerregistry.fi/eng/statistics.htmdischarge register. 2 ,eurochip-2)

COLON At

CANCER X X 1956 Present AS ABOVE AS ABOVE AS ABOVE

Legend: Nat, National; Reg, Regional; Other, plegeify in the “Notes” column if covering Areaspspital(s), etc
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C. INFECTIOUS DISEASES

FINLAND

INFECTIOUS X 1987 At National Discharge RegisterYes, such as Finnish Deathncludes only patient with a hospit
DISEASE Present | (includes all hospital inpatients | register inpatient discharge
At Infection disease register Generally not, but may be possiblehttp://www3.ktl.fi/stat/
HIV/AIDS X 1980 = Based on data given by medidalith a specific permission
resent
doctors and laboratory tests

Legend: Nat, National; Reg, Regional; Other, plegeify in the “Notes” column if covering Areaspspital(s), etc
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FINLAND

D. OTHER CHRONIC DISEASES

OTHER CHRONIC X X 1987 At National Discharge RegisterYes, such as  Finnish Deathincludes only patient with

DISEASES Present | (includes all hospital inpatients register hospital inpatient discharge

Legend: Nat, National; Reg, Regional; Other, plegeify in the “Notes” column if covering Areaspspital(s), etc
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FINLAND

E. ORTHOPAEDICS

National Yes, such as Finnish Death registeSpecial interest for research
Discharge Registers of National Health Insurance (Stakes/CHESS). We have |a
At Register ongoing research project since
ORTHOPAEDICS X X 1987 Present| (includes all 2004
hospital
inpatients

Legend: Nat, National; Reg, Regional; Other, plegeify in the “Notes” column if covering Areaspspital(s), etc
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FINLAND

F. TRANSPLANTATIONS

At National Discharge RegisterYes, such as Finnish Deathincludes only patient with

TRANSPLANTATIONS | X X 1987 Present | (includes all hospital inpatients register hospital inpatient discharge

Legend: Nat, National; Reg, Regional; Other, plegeify in the “Notes” column if covering Areaspspital(s), etc
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FINLAND

H. NEONATAL/MATERNAL

National
At Discharge
NEONATAL/MATERNAL X X 1987 Present Register and Yes, such as Finnish Death register
National Birth
register

Legend: Nat, National; Reg, Regional; Other, plegify in the “Notes” column if covering Areaspspital(s), etc
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FINLAND

PART 4.
Detailed information concerning the selected inicmfor Procedure/Pathology:

CARDIOVASCULAR DISEASES AND SURGERY

N . Age Disaggregated by

Source of data Indicator | ©Ude | AdJ | Adjusted by range | Gen | Hos | Geo | Nat | Other

Age, gender (from the year 1998) diabetes; endstag
renal disease; chronic cardiac insufficiency;

connective tissue disease ; chronic hypertension;

A3 All

CABG procedures National discharge register Ad X X | chronic coronary heart disease; chronic arrhyth;miasages X X X X
chronic neurological disease and previous strokk|an
AMI
EuroScore (from the year 2004)
Age, gender( from the year 1998 ) diabetes;
A5 endstage renal disease; chronic cardiac insuffigien
PTCA procedures National discharge register AG X X conngctlve tissue dlseqse ’ (':hronlc. hypertens!onAII X X X X
A7 chronic coronary heart disease; chronic arrhythmiasages
A8 chronic neurological disease and previous strokk|an

AMI

National discharge register. In |a
special data base (Perfect project see
under) hospital discharge data |is A9

Age, gender diabetes; endstage renal disgase;
chronic cardiac insufficiency; connective tissueAII

ACS — AMI linked with mortality register and A10 X X | disease ; chro.nlc hype_rtensmn; chrgnlfz corona_r)‘élges X X X X
) . ; . heart disease; chronic arrhythmias; chrohic
registers in National Health insuran . . ;
. neurological disease and previous stroke and AM

(see appendix 1)
CONGNESTIVE ALl Al
HEART National discharge register AL2 X X | Age, gender ages X X X X
FAILURE 9

National discharge Al Age, gender . From the year 1998 similar ¢o-All
STROKE register A2 X X morbidity as for AMI (see above) ages X X X X
CAROTID . .
STENTING Natllonal discharge Al3 X X | Age, gender All X X

register Al4 ages
procedures

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@Geographical Area; Nat, National; Other, plesgseify.
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PART 4.

FINLAND

Detailed information concerning the selected inicmfor Procedure/Pathology:

CANCER
. . . Di

Source of data N Indicator | Crude | Adj | Adjusted by Age range GI:: 9 glze(?sateg:g Nat | Other
BREAST Finnish Cancer Registry ALL
CANCER http://www.cancerregistry.fi/eng/statistics.him Bl X X AGE AGES X X X

Finnish Cancer Registry ALL
LUNG CANCER http://www.cancerregistry.fi/eng/statistics.him B2 X X | AGE,GENDER AGES X X X X
COLON CANCER AS ABOVE B3 X | x |AGEGENDER| S | x | x | x | X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@Geographical Area; Nat, National; Other, plesgseeify.
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FINLAND

PART 4.

Detailed information concerning the selected inicmfor Procedure/Pathology:

INFECTIOUS DISEASES

N . | Adjusted Age Disaggregated by
SOIIES Ef eEE Indicator Sl by range Gen | Hos | Geo | Nat | Other
C1
€3 Age
INFECTIOUS DISEASE National Discharge Register {iides all hospital inpatients C4 X X ge?]d’er All ages X X X X
C5
C6
Infection disease register
HIVIAIDS Based on data given by medical doctors and labgragsts c2 X All ages X X X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegseify.
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FINLAND

PART 4.

Detailed information concerning the selected inicafor Procedure/Pathology:

OTHER CHRONIC DISEASES

D1
D2
D3
National Discharge Register (includes all hospitphtients D4 X X Age, gender All ages X X X X
D5
D6
D7

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap3Geographical Area; Nat, National; Other, plegmeify.
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PART 4.

FINLAND

Detailed information concerning the selected inicafor Procedure/Pathology:

ORTHOPAEDICS

Source of data

N
Indicator

Crude

Adj

Adjusted by

Age
range

Disaggregated by

Gen

Hos

Geo

Nat

Other

National Discharge Register
hospital inpatients

(includes

E1l
E2
E3
E4
ES
E6
E7

Age, gender . From the year 1998 similar co-mothids for

AMI (see above)

All ages

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@35eographical Area; Nat, National; Other, plegseify.
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FINLAND

PART 4.
Detailed information concerning the selected inicmfor Procedure/Pathology:

TRANSPLANTATIONS

National Discharge Register (includes all hospitphtients F3 X X Age, gender All ages X X X X
F4

F5

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@Geographical Area; Nat, National; Other, plegify.

108



FINLAND

PART 4.

Detailed information concerning the selected inicmfor Procedure/Pathology:

NEONATAL/MATERNAL

National Discharge Register and National Birth sei H3 X X Gestational age, gender, birth weigit
H4
H5

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@Geographical Area; Nat, National; Other, plegify.
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SPAIN

PART 1

Political And Demographical Description

Spain is established as a social and democratie, stabject to the rule of law, and advocating as
higher values: legal order, freedom, justice, eiguahd political pluralism. National sovereigngy/vested in
the Spanish people from whom emanate the powetiseo$tate. The political form of the Spanish state
that of a parliamentary monarchy. The King is teadof state, the symbol of its unity and permaesHe
arbitrates and moderates the regular working ofinlkttutions, assumes the highest representatiadheo
Spanish state in international relations, espscialith those nations belonging to the same historic
community, and performs the functions expresslyf@oad on him by the constitution and the law. As a
result of this form of government, three powers astablished: the legislative, the executive aral th
judiciary.

The Spanish Parliament, known as the Cortes Gasenapresents the Spanish people and exercises
state legislative power, approves its budgets, sees the actions of the Government and has the othe
powers and jurisdictions assigned to it in the gartgn.

The Government directs domestic and foreign polioyi| and military administration and the defence
of the state. It exercises executive and statudotpority in accordance with the constitution ahd kaw.
The Government is headed by a Prime Minister, vghappointed by the King, following his investiturg
the Congress of Deputies. He directs the actiothefGovernment and co-ordinates the functions ef th
other members of the cabinet, without prejudicepoavers, and direct responsibility of the lattertine
discharge of their duties. The Government mustdesfice after a general election, in the everd tdss of
parliamentary confidence, as provided for in thastibution, or on the resignation or death of thiame
Minister.

Justice emanates from the people and is administene behalf of the King by the judges and
magistrates of the judiciary. They are independer@movable, accountable and subject to the rtlewe.
The exercize of jurisdictional power in all kind$ toials, judgement and execution of judgemenths t
exclusive prerogative of the courts and tribunglscified by the law, according to rules of jurigitio and
procedure laid down therein.

Politics

(http://www.sispain.org/english/politigs/

Demographics

Population referring to January 2005 is 44,108,538hin's population density is lower than that of
most European countries and in recent years rogllptions have moved to cities.

According to the Spanish Government, there araerllibn legal foreign residents in Spain. Of these,
around 500,000 are Moroccan and another half aomiire Ecuadorian. More than 300,000 are Romanian,
and 270,000 are Colombian. In 2005 alone, the imemigpopulation of Spain increased by 700,000 peopl
Spain has the highest immigration rate of the EemopUnion.

Spain has no official religion. The constitution 1878 abolished the Roman Catholic Church as the
official state religion while recognizing the radteplays in Spanish society. More than 90% of thpylation
are at least nominally Catholic.

Life expectancy at birth is high, 75.32 in malesl &2.49 in females. The fertility rate is low, 1.31
children born/woman.

National Health System

Spain’s health care system is tax-based, and dthmgast two decades the responsibility for health
care has largely been devolved to Spain’s 17 regiand the autonomous communities. The NationaltiHea
Survey of 1997 showed a population coverage of %9.&cluding the low-income and immigrant
population. Private insurance companies provideptementary health care coverage and increasingly pl
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a role in covering services not included in theidbpackage and that are also designed to avoidngdists.
In 2003, 18.7% of the population purchased priredarance policies.

The Ministry of Health and Consumer Affairs estslis norms that define the minimum standards
and requirements for health care provision, haslagégry power, sets up information systems, andrass
cooperation between national health authorities #ed autonomous communities. The Ministry is also
responsible for interterritorial and internationfkalth issues and publicizes comparative reports
(benchmarking and highlighting best practices).

The autonomous communities decide how to organizeravide health services and implement the
national legislation. The Interterritorial Coun¢@@onsejo Interterritorial del Sistema Nacional ddufl) is
composed of representatives of the autonomous caoitiegiand the state administration and is in ohafy
promoting the cohesion of the health system. The abmunicipalities is limited to complementaryljtic
health functions linked to hygiene and the envirentm

(http://www.euro.who.int/eprise/main/who/progs/chéisgstem/20050131) 1

Health care financing and expenditure

The health care system is financed out of genaxraition, such as value-added tax and income tax but
also regionally raised taxes. The regions may ryothe rate of taxation at the regional level upato
threshold fixed by the national government. Som@rmamous communities also receive grants from the
state. Private health care financing complemenidigpfinancing with out-of-pocket payments to thabfic
system (such as co-payments for pharmaceuticala)elisas the private sector (such as private oigpéat
care) and contributions to voluntary insurance.

Spain has one of the lowest levels of health experdin the Eur-A: in 2002, Spain was estimated to
spend US$1,646 in purchasing power parity per aapivtal health care expenditure amounted to 7.6% o
GDP. In the same year, public expenditure was edfatively low, accounting for 71% of total health
expenditure.

Hospital payment mechanisms vary among autonomoumsncinities. Although there are experiments
with hospital budgets, traditionally, hospital ergdgures were retrospectively reimbursed with nmrpr
negotiation and no formal evaluation. During thetpsvo decades, the use of contract programmes with
prospective financing of target activities incrahsespecially for private hospitals. Most physisiaare
employed by the public sector and receive fixedrszs.

Health care provision

Pursuant to the General Health Care Act (1986inamy health care (PHC) was given an independent,
reinforced status. The first contact point of tlopydation with the health system is the generattiianer
who acts as a gatekeeper. The traditional systeRH® delivery consisted of a solo practitioner vilgk
part-time while the reformed model is based on & Réam working full-time on a salaried basis. Cager
is rising with the reformed network and by 2001wesl above 90% in most autonomous communities.
Despite the political focus on PHC, the health eysis still centred on hospitals. In 2001, Spaid 42
hospital beds per 1,000 population; in 2002, ammeséd 39% of the hospitals were publicly owned.
Alongside the hospital system, there is an extensigtwork of outpatient ambulatory centres. In the
reformed model of provision, members of the spé&tideams in clinical departments rotate to cover
outpatient care in ambulatory centres. Althoughtiwgitimes have decreased, they are still conditieria
public health care provision.

Most health staff has a status similar to thatiefl servants. In 2000, the total number of doctors
approached the Eur-A average with 3.2/1,000 pojulagn increase from 2.3 in 1990. The total nundfer
nurses remained relatively low with 3.7/1,000 pagioh in 2000.

Health indicators

Hospital indicators constitute a summary statistigeeration that has been elaborated by the Ndtiona
Statistics Institute since 1984. Based on the K¥8#stic, the publication was modified as a consege of
the changes produced in the structure of spedihicsge in the national health system that joinesl th
hospitals with the dependent specialities centres.
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The aims of these indicators are:

a) to establish a series of indicators that facilgagetting to know the different care levels and
resources of health establishments by dealing tivégldifferent typology;

b) to provide data that facilitate making a first appmation of comparative studies on the supply of
resources in this sector in each autonomous contynuni

c) to know care activity in each one of the medical anrgical specialities dealt with in the different
types of establishment, and contrasting this battamational level and within each autonomous
community;

d) to maintain a database that facilitates a studyhefevolution over different periods of time inghi
sector.

This is an annual investigation where the healthldishment constitutes the basic information onit
which the different variables in the study are mead. Health establishments are classified accgriirthe
functional dependence on public establishmentdomat health system, and defence forces, autonomous
communities, town councils, municipalities and othe@nd non-public institutions: private non-prgfed
Cross, church), private profit, and autonomousateprofit-making institutions; according to objees in
general, special short stay (medical-surgical, jgdec, maternal, maternal-paediatric and othespgcial
long stay (geriatric and chronic and others), asythiatric. For each type or combination of typesgeries
of indicator groups was subsequently elaborated.

Mortality

Currently, the statistic which reflects natural plapion movement is the deaths statistic, accortbng
cause of death. This statistic is carried out atiogrto criteria established by the WHO in the ICD.

In this classification, it is recommended that theise of death that must be investigated and t=loula
is the basic cause of death. This is defined aglit®ase or lesion that started the chain of pagicadl
events. Specifically, this set or chain of disedsewhat the death certifying doctor should supplythe
statistical bulletin. Based on these causes, davasd by the WHO immediate, intermediate, fundaalent
and other processes, and by following internatiguadielines for the selection of the basic cause |atter
will be arrived at.

The data on the cause of death are covered in wels of statistical questionnaires: StatisticahiDe
Bulletin (SDB) and Statistical Birth Bulletin (SBBIn the former, data on the deceased who livecertitan
24 hours are covered, and in the latter, relatdfdbe deceased before 24 hours of life. The lagighough
for statistical purposes are considered deceasededal purposes they are not counted as decdaged
rather as aborted children.

The sections of the bulletins which cover the caafs#eath are different in both models. While ie th
SDB, 4 causes are described which conform withctan of diseases that led to the death, in the GEB
two feature, a relative of the mother and anotHethe foetus. In the cases of deaths when the court
intervenes, apart from the SDB, another questisanaust be filled in by the courts of instructiomeve
external circumstances that produced the lesiatsrie.

This statistic supplies information on the moraldealing with the basic cause of death, its
distribution by sex, age, residence and month athddt also offers indicators that facilitate gamg out
geographical comparisons, and measuring prematargality; standardised rates of mortality, and pasd
years of lost life on an autonomous community lerel large groups of causes of death.

Hospital indicators statisti€http://www.ine.es/en/metodologia/t15/t1530415_en)ht
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PART 2.

Questionnaire description

The questionnaire has been filled in on the basiifferent sources of information. The most gehera
and universal information is the hospital indicatstatistics that constitute a summary statisbparation
that has been elaborated at the National Statisigt#ute since 1984 and is the National Admiiste
Register. (http://www.ine.es/en/metodologia/t1580%15 en.htm). Based on the 1995 statistics, the
publication was modified as a consequence of thegés produced in the structure of specialisedinale
national health system that joined the hospitahwite dependent specialities centres. The aim$asfet
indicators are:

a) to establish a series of indicators that facilgagetting to know the different care levels and
resources of health establishments by dealing thihdifferent typology;

b) to provide data that facilitate making a first appmation to comparative studies on the supply of
resources in this sector in each autonomous contynuni

c) to know care activity in each one of the medical aargical specialities dealt with in the different
types of establishment and contrasting this bothtaarational level and within each autonomous
community;

d) to maintain a database that facilitates a studyhefevolution over different periods of time inghi
sector.

The second general and universal source of infeomats the National Mortality Register
(http://lwww.ine.es/en/daco/daco42/sanitarias/nota@mn.htm). This register is carried out according t
criteria established by the WHO in the ICD. Theistay supplies information on mortality dealing lwthe
basic cause of death, its distribution by sex, eggdence and month of death. It also offers &tdics which
facilitate carrying out geographical comparisond ameasuring premature mortality: standardized rafes
mortality and potential years of lost life, on antdnomous Community level, and large groups of eaud
death.

On the other hand, there are specific diseaseteegiwith some specific information, such as:

- Cancer of different location survival (EUROCARE-3 tudy)
http://www.todocancer.com/ESP/Fundacion+Cientititiadistica+y+Epidemiologia/Sup
ervivenciaten+Espana.htm

- AIDS National Registry http://cne.isciii.es/htdagidé/sidavih.htm

- Vaccination coverage
http://www.msc.es/Diseno/enfermedadesLesionestaei@ades_transmisibles.htm

- Spanish Liver Transplantation Register
http://www.msc.es/Diseno/informacionProfesionalfpsional_trasplantes.htm

- Spanish Kidney Transplantation Register
http://www.senefro.org/modules/subsection/files/DBA _informe_2001_definitivo.pdf?ch
eck _idfile=834

- Spanish Heart Transplantation Register http://wewespcardiol.org/cgi-
bin/wdbcgi.exe/cardio/mrevista_cardio.resumen? 3055340

- Other national or regional specific registers (acutoronary syndromes, ...).
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A. CARDIOVASCULAR DISEASES AND SURGERY

SPAIN

i Possibility
Covered Area Elt?;trr?nnlc Data Years to link with
Source of data|  other Notes
Nat | Reg | Other | Yes | Not | From | To registers
(specify)
National
CABG procedures X X 2002 | 2002 Admln!stratlve Elaborgted data by DRG (Diagnosis Related Groupghn
Register - Excel file
CMBD
PTCA procedures X X 2001  20d2 CMBD El)ibecl)rfﬁéed data by DRG (Diagnosis Related Groupgh
MONICA- Population based register in a region of Catalaroagering
ACS — AMI X X 1985 | 1994 CATALONIA a population of 600.000 inhabitants.
http://www.ktl.fi/publications/monica/coredb/tablé®m
ACS — AMI X % | 1997 | 1998 IBERICA Populatllon baseq yeglstgr in 7 areas of Spain, rowyea
Study population of 8 million of inhabitants.
REGICOR Ongoing population based register in Girona, a ip&/in
ACS — AMI X X | 1990- the North-East of Spain, covering a population 59.800
Study h .
inhabitants.
ACS — AMI X % | 1994| 1995 PRIAMHO | Hospltalary register in a random sample of hospitaf
Study Spain.
ACS — AMI X x | 1999 | 1999 RISCI Study ggzﬁ:talary register in a random sample of hospita
ACS — AMI X % | 2000!| 2000 PRIAMHO I Hos_pltalary register in a random sample of hospitaf
Study Spain.
ACS — AMI X X 1995-| ARIAM Study Hospitalary register in a sample of hospitals cdiSp
ACS — AMI X X 1994- PRIMVAC Hospltalary register in the hospitals of Valeneiaggion of
Study Spain.
; RESCATE . . . . .
ACS — AMI and Unstable angina X XN 1992 19p4 Study Hospitalary register in four hospitals of Catalonia
ACS — Unstable angina X X 1595 PEPA Study Hospitalary register in a sample of hospitals cdiSp
STROKE
CAROTID ENDOARTERECTOMY procedures
CAROTID STENTING procedures

Legend: Nat, National; Reg, Regional; Other, plegeeeify in the “Notes” column if covering Areaspspital(s), etc.
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SPAIN

a/
ana

al
ana

a/
ana

al
ana

B. CANCER
Electronic
Covered Area Data years ihili g f
Activities forms Source of data Pl g7 i Q< Notes
other registers (specify)
Nat | Reg | Other | Yes | Not From To
BREAST http://www.todocancer.com/ESP/Fundacion+Cientifig
. X X 1990 1994 EUROCARE-3 Study EUROCARE-3 Study Estadistica+y+Epidemiologia/Supervivencia+en+Esp
CANCER survival htm
CERVICAL http://www.todocancer.com/ESP/Fundacion+Cientifi
. X X 1990 1994 EUROCARE-3 Study EUROCARE-3 Study Estadistica+y+Epidemiologia/Supervivencia+en+Esp
CANCER survival htm
COLORECTAL http://www.todocancer.com/ESP/Fundacion+Cientifig
- X X 1990 1994 EUROCARE-3 Study EUROCARE-3 Study Estadistica+y+Epidemiologia/Supervivencia+en+Esp
CANCER survival htm
http://www.todocancer.com/ESP/Fundacion+Cientifi
HAEMATOLOGICAL X X 1990 1994 EUROCARE-3 Study EUROCARE-3 Study Estadistica+y+Epidemiologia/Supervivencia+en+Esp
MALIGNANCIES htm
http://www.todocancer.com/ESP/Fundacion+Cientifig
LUNG CANCER X X 1990 1994 EUROCARE-3 Study EURGRE-3 Study | Estadistica+y+Epidemiologia/Supervivencia+en+Esp
.htm
http://www.todocancer.com/ESP/Fundacion+Cientifig
MESOTHELIOMA X X 1990 1994 EUROCARE-3 Study EURBRE-3 Study | Estadistica+y+Epidemiologia/Supervivencia+en+Esg
.htm
OTHER TYPES OH http://www.todocancer.com/ESP/Fundacion+Cientifi
CANCER X X 1990 1994 EUROCARE-3 Study EUROCARE-3 Study Estadistica+y+Epidemiologia/Supervivencia+en+Esp
(Any localization) .htm
Population and hospitalaryPopulation and hospitalar nttp://193.146.50.130/cancer/cancerd.htm
P nosp yrop hosp yhttp://www.todocancer.com/ESP/Fundacion+Cientifi(
CANCER X X 1990 1994 cancer registers cancer registers Estadistica+v+Epidemiolodia/Supervivencia+en+Es
EUROCARE-3 Study | EUROCARE-3 Study | -° yrEp grarsup H
CHILDHOOD http://www.todocancer.com/ESP/Fundacion+Cientifi
HAEMATOLOGICAL X 1990 1994 EUROCARE-3 Study EUROCARE-3 Study Estadistica+y+Epidemiologia/Supervivencia+en+Esp
MALIGNANCIES .htm
http://www.todocancer.com/ESP/Fundacion+Cientifig
CHILDHOOD CANCERS X X 1990 1994 EUROCARE-3 Study EUROCARE-3 Study | Estadistica+y+Epidemiologia/Supervivencia+en+Esg
.htm

a/
ana

a/
ana

a/
ana

a/
ana

a/
ana

a/
ana

Legend: Nat, National; Reg, Regional; Other, plegeeeify in the “Notes” column if covering Areaspspital(s), etc.
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C. INFECTIOUS DISEASES

SPAIN

Available

Covered Area : Data years Possibility to
Activities on-line Source of | jink with other Notes
Nat Reg | Other | Yes | Not | From To registers
AIDS http://cne.isciii.es/htdocs/sida/sidavih.htm
HIV/AIDS X X 1981 2001 National http://www.msc.es/Diseno/enfermedadesLesiones/eef@ades_tra
Registry nsmisibles.htm
PNEUMONIA Not available
VACCINATION X X 1992 2003 Vaccination http://vaw.msc.es/D|seno/enfermedadesLesmnes/meﬁéades_tra
coverage nsmisibles.htm
DTP o . . .
(DIFTERIA, TETANUS, X X 1992 2003 Vgg\(;lerlztlzn Etstrp:{i/é\ilg\ll\év;/.mfr::.es/D|seno/enfermedadesLesmnes/meﬁéades_tra
WHOOPING COUGH) 9 '
POLIOMYELITIS X X 1992 2003 Vaccination http:_//\_/vww.msc.es/D|seno/enfermedadesLesmnes/meﬁéades_tra
coverage nsmisibles.htm
HIB o . . .
(HAEMOPHILUS X X 1992 2003 Vgg\(;lerlztlzn Etstrp:{i/é\ilg\ll\év;/.mfr::.es/D|seno/enfermedadesLesmnes/meﬁéades_tra
INFLUENZAE B) 9 '
MENINGITIS C X X 1992 2003 Vaccination http://mwww.msc.es/Diseno/enfermedadesLesiones/e@ades_tra
(MENING. C) coverage nsmisibles.htm
HEPATITIS B X X 1992 2003 Vaccination http://vaw.msc.es/Dlseno/enfermedadesLesmnes/meﬁdmdes_tra
coverage nsmisibles.htm
MEASLES-RUBELLA- Vaccination http://www.msc.es/Diseno/enfermedadesLesiones/ei@dades_tra
X X 1992 2003 s
MUMPS coverage nsmisibles.htm
HEPATITIS B X X 1992 2003 Vaccination http:_//\_/vww.msc.es/D|seno/enfermedadesLesmnes/meﬁéades_tra
coverage nsmisibles.htm
Vaccination . . .
INELUENZA X X 1992 2003 | coverage > 64 http._//\_/vww.msc.es/D|seno/enfermedadesLesmnes/meﬁéades_tra
Y nsmisibles.htm

Legend: Nat, National; Reg, Regional; Other, plegeeeify in the

“Notes” column if covering Areasopspital(s), etc.
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D.OTHER CHRONIC DISEASES

SPAIN

tes

ic

Available on-
_ Covered Area line Data years Possibility to link with other
Activities Source of data reqisters Notes
Nat | Reg| Other | Yes Not |From| To 9
DIABETES X 2003 National Adrrc1:||r\1/:therat|ve Register|- Number of hospital admissions for diabe
RENAL DISEASE Not available
HYPERTENSION Not available
BPCOD Not available
National Administrative Register|- Number of hospital admissions for
ASTHMA X 2003 CMBD bronquitis asthma
CHRONIC RENAL X 2003 National Administrative Register|- Number of hospital admissions for chro
FAILURE CMBD renal failure
MULTIPLE SCLEROSIS Not available
CROHN'S DISEASE Not available
Not available

Legend: Nat, National; Reg, Regional; Other, plesgmeeify in the “Notes” column if covering Areaspspital(s), etc.
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SPAIN

E. ORTHOPAEDICS

HIP REPLACEMENT
Not available
KNEE
REPLACEMENT .
Not available
National Administrative Register - Number of hospital admissions for
FRACTURED HIP X X 2003 200B CMBD fractured hip

Legend: Nat, National; Reg, Regional; Other, plegeify in the “Notes” column if covering Areaspspital(s), etc.
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SPAIN

F. TRANSPLANTATIONS

Spanish Liver

LIVER X X 1984 | 2001 Transplantation http://www.msc.es/Diseno/informacionProfesionaifpsional_trasplantes.htm
Register
Spanish Society
KIDNEY | X X 1996 | 2002 of Nephrology http://www.senefro.org/modules/subsection/filed/DB2_informe_2001_definitivo.pdf?check_idfile=834
Register

Spanish Heart
HEART X X 1984 | 2002 Transplantation http://www.revespcardiol.org/cgi-bin/wdbcgi.exeaftia/mrevista_cardio.resumen?pident=13055340
Register

LUNG Not available

Legend: Nat, National; Reg, Regional; Other, plegify in the “Notes” column if covering Areaspspital(s), etc.
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SPAIN

PART 4.
Detailed information concerning the selected inicmfor Procedure/Pathology:

CARDIOVASCULAR DISEASES AND SURGERY

N . . Age Disaggregated by
SETEE ETEE Indicator CHIES || AL e 19 range | Gen | Hos | Geo | Nat | Other

National Administrative
CABG-procedure Register — CMBD A3 X All

National Administrative
PTCA Register - CMBD AS X Al

National Administrative
AMI Register - CMBD A9 X Al
AMI Hospitalary registers A9 X Age, sex, car.d!ovascullar risk factor, Ml location,| 25-74 X X X

Killip, previous M, .... y

AMI Hospitalary registers A10 X All
CONGESTIVE HEART National Administrative A12 X Al
FAILURE Register - CMBD
CONGESTIVE HEART National Administrative ALl X All
FAILURE Register - CMBD

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegseify.
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PART 4.

SPAIN

Detailed information concerning the selected inicmfor Procedure/Pathology:

CANCER
Source of data N Indicator Crude Adj Adjusted by Age range DTS o]
Gen Hos Geo Nat Other
BREAST CANCER EUROCARE-3 Study Bl X All
LUNG CANCER EUROCARE-3 Study B2 X All
COLON CANCER EUROCARE-3 Study B3 X All

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@Geographical Area; Nat, National; Other, plesgseify.
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SPAIN

PART 4.
Detailed information concerning the selected inicafor Procedure/Pathology

INFECTIOUS DISEASES

HIV AIDS National Registry C2 X All X
PNEUMONIA National Administrative Register - CMBD 6C X All

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@Geographical Area; Nat, National; Other, plegify.
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SPAIN

PART 4.
Detailed information concerning the selected inicafor Procedure/Pathology

OTHER CHRONIC DISEASES

National Administrative Register
DIABETES - CMBD D1 X All X
ADULT ASTHMA I_\Igt':?ggl Administrative Register D5 X 19-y
PEDIATRIC ASTHMA [\lgt':z)ggl Administrative Register D6 X 0-18y

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegmeify.
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SPAIN

PART 4.

Detailed information concerning the selected inicafor Procedure/Pathology

ORTHOPAEDICS

FRACTURED HIP National Administrative Register - G0 E3 X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegmeify.
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SPAIN

PART 4.

Detailed information concerning the selected inicafor Procedure/Pathology

TRANSPLANTATIONS
: . . Disaggregated by
Source of data N Indicator Crude Adj Adjusted by Age range Gen Hos Geo Nat Other
F2 (Liver)
LIVER National registry Number of liver transplants X X All

Survival (1 week, 1 month, 1 year

F3 (Heart)

Number of heart transplants
HEART National registry X X All
Survival (1 month, 1 year, 5 years)

F5 (Kidney)

KIDNEY National registry Number of kidney transplants X X All Age

Survival (1 month, 1 year)

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegsify.
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SPAIN

PART 4.
Detailed information concerning the selected inicafor Procedure/Pathology

EMERGENCY
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SPAIN

PART 4.

Detailed information concerning the selected inicafor Procedure/Pathology

NEONATAL / MATERNAL

H2
NEONATAL / INFANT . -
National Statistical Data X All
MORTALITY Neonatal, infant and perinatal
mortality
H5
CESARIAN BIRTHS National Administrative Register |- _
CMBD Percentage of vaginal and cesarepn
births

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@Geographical Area; Nat, National; Other, plegmify.
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SPAIN

PART 4.

Detailed information concerning the selected inicafor Procedure/Pathology

MISCELLANEA

11
SURGICAL PROCEDURES National Administrative Register |- _ X All
CMBD Number of hospitalary deaths/total
admissions

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegmeify.
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SWEDEN

PART 1

Political and demographical description

Sweden, a constitutional monarchy, based on aapaeltary democracy, has a population of
8,882,792 (2000), almost exclusively Caucasianlarderan.

As of today, February 2006, the head of state rgKCarl XVI Gustaf, and the Prime Minister of
Sweden is Goran Persson (leader of the Social Dettio®arty). The Swedish currency is the kronakGE
equal to approximately EUR 0.11. Based on the vi®iddest system of population records (since 1686)
approximately 90% of the population resides on tees 30% of the area. More than 80% live in urban
areas. Less than 5% of the working population upied within the agricultural sector. Sweden ig off
the world's most prosperous and sophisticated tridusnations. Information technology (IT) and
biomedicine are, among many, knowledge-intensiwtose in which Sweden has been among the global
leaders for years. The wealth is unusually eveidtriduted in Sweden: there is, for instance, npytation
stratum that for economic reasons cannot get atodbe best medical services available. The aecliée
expectancy at birth is 77.38 for men and 82.03vfmmen (2000); 1.53 million (17.2%) of the populatiare
older than 64.

National Health System

With the exception of a small number of privatecpiteoners who provide outpatient services, and a
few very small private hospitals mainly devotedrtmor surgery, the Swedish health care systemtisegn
public. It is organized by the county administraiaunder supervision by the National Board of Healtd
Welfare. Each county typically has 2-4 local haagitand one county hospital that serves as airfissince
referral centre and is capable of treating all dd¢w specialized cases. Basically, the catchmeméas of
the hospitals are mutually exclusive. The courdiesorganized in 6 health care regions, each contaone
academic referral hospital. Technical facilitiesdamanagement practices are uniform throughout the
country, and there is practically no variation iealth care quality between the counties. Everyepétis
obliged to use the hospital with the catchment&saawrithin which he/she resides (except for emergenc
occurring outside the county). Thus, medical sewiare, in effect, population-based and referabléné
county of residence.

All Swedish residents are covered by the mandatocjal insurance, which reimburses the health care
providers for all but a small part of the costslfoth outpatient and inpatient care. Thus, Sweldestith care
is characterized by excellent availability, higidamiform quality throughout the country, and loestfor
patients. The fees are kept low enough to pertiealdents equal access to public health carereTéie no
restrictions or barriers neither for socio-econattycunprivileged nor for ethnical minorities or wen.

Health Data Collection

The population-based Inpatient Register

In 1964-1965, the National Board of Health and \Welfbegan collecting data on individual hospital
discharges in the Inpatient Register. At dischdrgen hospitals, a specific form is completed foclea
patient without exception. These forms are compmddr locally, and the data are first stored in
administrative registers held at the hospitals thedcounty administrations until delivery once aryt the
National Board of Health and Welfare. Each recapresents one in-hospital episode. In additiorhéo t
NRN and some administrative information, includimgimission and discharge dates, hospital and
department codes, it contains medical data suclpds 10 surgical codes (coded according to thed&ke
Classification of Operations and Major Proceduresid 1-8 discharge diagnoses. The register has had
nationwide coverage since 1987. Each year, thetibrgaRegister includes approximately 1.7 million
instances of hospital care.
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The Swedish Cancer Register

A nation-wide cancer register has been in operatioiBweden since 1958. Both clinicians and
pathologists/cytologists are required by law toifgothe regional cancer register whenever a mahgna
condition is diagnosed (also autopsy). The notifoces are checked extensively at the regional gance
registers. The national register is created anpwadlthe National Board of Health and Welfare byrgirey
data from the 6 regional cancer registers. In &uister, all cancers are recorded with the codysges in
current use along with a translation into ICD-7efiéhis a special code for benign tumors, whichadse
reported to the register. There is a code for @masbfor diagnosis, and a special code to indifateumor
was first detected at autopsy. Histological condition of tumors has varied over time and with tursite
but is generally high and increasing with time. Mfiespect to different histological cancer typespeacial
PAD coding and a SNOWMED classification have beeuse since 1958.

The Causes of Death Register

The National Causes of Death Register is held byNational Board of Health and Welfare. Besides
date of death, the Death Register also holds irdion on underlying and contributory causes of ldleat
based on the International Classification of Diseaesdes. For every deceased person, a death czedifi
must be issued before burial is permitted. Thehdeattificates are filled in by the physicians orgeons in
charge of the patient during the last hospitalmatior, for those few who die outside hospitalsaldfamily
physician or a specialist in forensic medicine.

The Register of Population Changes

The Register of Population Changes is held by Siedi Sweden. This register records all individuals
who have emigrated from Sweden to another country.

In the above-mentioned registers, the 10-digitamati registration numbers (NRNs) are always
collected, and usually carefully checked. NRN watsoduced in Sweden in 1947. All Swedish residents
have unique NRNsthat contain the date of birth andadditional 4 digits. The 9th digit can be used f
gender identification. The 10th digit is a checkmsuhat protects against incorrect data entries in
computerized registers. The NRN is assigned tdanthigidual immediately after birth or after immigian.
The NRNs are used extensively, both by officiahatties and by the health care system. NRNs wiibxe
unambiguous linkages between different registeeg thill greatly facilitate follow-up of hospitalize
patients after discharge.
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PART 2

Questionnaire description

A well-developed information system is a necessita democratic society. The long tradition in
Sweden of collecting information on health and abconditions of the population provides an
excellent base for monitoring disease and socm@blpms. A unique person identification number,
i.e. national registration number, for every citizenables linkage of exposure and outcome data
from several decades. The existence of accuratiepological registers is a basic prerequisite for
monitoring and analyzing health and social condgim the population. The questionnaire has been
filled in on the basis of the available informatimtluded in these registers. The main source of
data is the Swedish Inpatient Register and the BWwe@ancer Register. Using the national
registration numbers, it is possible to link thpdtient Register and the Swedish Cancer Register to
other registers such as Causes of Death Regisegtickl Birth Register, et al.

There are four different types of information aghle in the Swedish Inpatient Register:

Data on the patient

-personal identification number
-sex

-age

-place of residence

Data on the hospital
-county council
-hospital
-department

Administrative data

-date of admission

-date of discharge

-length of stay
-acute/planned admission
-admitted from
-discharged to

Medical data

-main diagnosis

-secondary diagnoses

-external cause of injury and poisoning
-surgical procedures

There are three different types of information &lde in the Swedish Cancer Register

Data on the patient

-Personal identification number
-Sex

-Age

-Place of residence

133



Medical data

-Site of tumor

For the years 1987-1992 the tumors has primarignlm®ded in ICD-9 and from 1993-2004 in
ICD-0O/2. From 2005 the cases has been coded inQCD+or the whole period 1958-w the codes
are available as ICD-7 codes.

-Histological type

For the period 1993-2004 according to ICD-0O/2 andf2005 in ICD-O/3. For the whole period
1958-w the codes are available as the old histotoge (WHO/HS/CANC/24.1). Stage has been
collected since 2004. Stage is not recorded fanpcaanial nerves, lymphoma and leukemia.
Gynecological tumors are coded according to FIG®tha rest according to TNM (6th edition).
-Basis of diagnosis

-Date of diagnosis

-Reporting hospital and department

-Reporting pathology/cytology department

-ldentification number for the tissue specimen.
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A. CARDIOVASCULAR DISEASES AND SURGERY

SWEDEN

h

h

CABG procedures 1965 | 2004 Inpatient Register Eﬁ;&%‘:’)ﬂ?&?{?rreg'Ster
PTCA procedures 1965 2004npatient Register ﬁ?;rzfii:freDge;g:grreg|ster
Inpatient Register ;
ACS — AMI 1965| 2004 (and Causes of death regigtfn oo O Deah register
for sudden MI death) 9 9
. . . Causes of Death register Unstable angina will not be complets
ACS - AMI and Unstable anging 1965| 2004 Inpatient Register Migration register 9 registered inglnpatient Register P
. . . Causes of Death register Unstable angina will not be complets
ACS - Unstable angina 1965 2QQapatient Register Migration register registered in Inpatient Register
Inpatient Register ;
STROKE 1965| 2004 (and Causes of death regist%?urz?i‘:’):freDF‘;g:grregISIer
for sudden stroke death) 9 9
CAROTID ENDO- 1965 | 2004 Inpatient Register Causes of Death register
ARTERECTOMY procedures Migration register
CAROTID STENTING . . Causes of Death register
procedures 1965 2004 Inpatient Register Migration register
Legend: Nat, National; Reg, Regional; Other, plegeify in the “Notes” column if covering Areaspspital(s), etc.

2 From 1987 nationwide
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B. CANCER

BREAST

SWEDEN

CANCER X X 1958 2004 Nat!onal CancerCr_aluse_ of Death
. Register Migration
Survival
LUNG
CANCER X X 1958 | 2004 | National Cancer Regis,ﬁ\?ﬁ?“%‘;gg Death
SURVIVAL g
COLON ause of Death
CANCER X X 1958 2004 National Cancer Regis q\%” ration
SURVIVAL 9
HAEMATOLOGICAL National Cancer Cause of Death
MALIGNANCIES X X 1958 2004 Register Migration
National Cancer Cause of Death
LUNG CANCER X X 1958 2004 Register Migration
National Cancef Cause of Death
MESOTHELIOMA X X 1958 2004 Register Migration
OTHER TYPES OH .
National Cancef Cause of Death .
CANC_:ER X X 1958 2004 Register Migration (all other malignant cancers)
(specify)
National Cancef Cause of Death
ALL CANCER X X 1958 2004 Register Migration
CHILDHOOD .
HAEMATOLOGICAL X X 1958 | 2004 g'eat;gfe"’r" Cancera?‘”;ﬁi;: Death
MALIGNANCIES 9 g
CHILDHOOD CANCERS X X 1958| 2004 | National Cancer Cause of Death
Register Migration

Legend: Nat, National; Reg, Regional; Other, plegsify in the “Notes” column if covering Areaspspital(s), etc.
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C. INFECTIOUS DISEASES

SWEDEN

Swedish Institute for InfectioysCause of Death Completeness
HIV/AIDS X X Unclear Unclear Disease Control Migration unknown
PNEUMONIA Not available
VACCINATION* Not available
INFLUENZA Not available

2004 .
. . Causes of Death register
MENINGITIS X X 1965 Fro_m 1987 Inpatient Register Migration register
nationwide

Swedish Institute for Infectious
HEPATITIS *) X X unclear Disease Control Causes of Death register
.................. Migration register

Inpatient Register
MEASLES Not available
RUBELLA Not available

Legend: Nat, National; Reg, Regional; Other, plesseify in the “Notes” column if covering Areaspspital(s), etc. (*) Please specify one type irhdare. If necessary, add lines
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D. OTHER CHRONIC DISEASES

SWEDEN

Inpatient register

DIABETES . . Incomplete
National diabetes
register
RENAL DISEASE Inpatient register Incomplete
HYPERTENSION Inpatient register Incomplete
BPCOD Inpatient register Incomplete
ASTHMA Inpatient register Incomplete
&TFUORNEIC RENAL Inpatient register Incomplete
MULTIPLE Inpatient register Incomplete
SCLEROSIS
SIRSIOE;lgES Inpatient register Incomplete

Legend: Nat, National; Reg, Regional;Other, plegmify in the “Notes” column if covering Areas, $fital(s), etc.
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E. ORTHOPAEDICS

SWEDEN

Causes of Deat]

HIP Inpatient -
REPLACEMENT 1965 2004 Register | register
Migration register
. Causes of Deat
KNEE Inpatient :
REPLACEMENT 1965 2004 Register | 'e9ister
Migration register
ACCIDENTS- Inpatient Cagses of Deat]
INJURIES 1965 2004 Register register
9 Migration register
FRACTURE OF Inpatient Causes of Deat]
PROXIMAL 1965 2004 Rg ister register
FEMUR 9 Migration register
. Causes of Deat
Inpatient -
TRAUMA CARE 1965 2004 Register register

Migration register

Legend: Nat, National; Reg, Regional; Other, plegsify in the “Notes” column if covering Areaspspital(s), etc.
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F. TRANSPLANTATIONS

SWEDEN

Causes of Deat]
Inpatient register
LIVER X 1965 2004 Register
Migration register
Causes of Deat]
i register
KIDNEY X 1965 2004 | Inpatient 9
Register
Migration register
Causes of Deat
i register
HEART X 1965 2004 | Npatient 9
Register
Migration register
Causes of Deat
Inpatient register
LUNG 1965 2004 Register
Migration register
Causes of Deat]
Inpatient register
MEDULLA 1965 2004 Register
Migration register

Legend: Nat, National; Reg, Regional; Other, plegsify in the “Notes” column if covering Areaspspital(s), etc.
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SWEDEN

G. EMERGENCY

Emergency admission Not available
Emergency admission for alcohol related pathologies Not available

Legend: Nat, National; Reg, Regional; Other, plegmeify in the “Notes” column if covering Areaspspital(s), etc.
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H. NEONATAL/MATERNAL

SWEDEN

Activities Covered Area Electronic forms Data years Source of data POSS'_brll“tyhtO link Notes
Nat Rec Other Yes Not From To with other
Causes of Deat]
i i register
Vaginal births X X 1973 2004 Medical birth| €9
register
Migration register
Causes of Deat
i i register
Caesarian births X 1973 2004 Megﬂcal birth| €9
register

Migration register

Perinatal intensive Not available
care
Legend: Nat, National; Reg, Regional; Other, plegseeify in the “Notes” column if covering Areaspspital(s), etc




SWEDEN

I. MISCELLANEA

Alcohol

pathologies

related

Not available

Surgical procedures

Major surgical procedures 3

registered in

Register

the Inpatie

Are
nt

Legend:

Nat, National; Reg, Regional; Other, plegmify in the “Notes” column if covering Areasopspital(s), etc
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PART 3

Are there in Your Country activities related to Disesase Registers or databases that could become difexin the next two years?

Yes | !

If Yes:

No ! !

SWEDEN

Activity

Covered Area

Electronic forms

Starting in year

Source of data

Notes
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SWEDEN

PART 4

Detailed information concerning the selected ingicsfor Procedure/Pathology: ............ccoviii e

Inpatient Register X X Age, gender & comorbidities All ages X X X X

Cancer Register X X Age, gender All ages X X X X

Legend: Adj, Adjusted; Gen,Gender; Hos, Hospitap@3Geographical Area; Nat, National; Other, plegmeify.
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AUSTRIA

PART 1.

Political And Demographical Description

Austria is a federal republic, 83,849 sqg. km. reswith 9 states (Bundeslander). The capital enva
with 1.55 million inhabitants, the largest countycarding to population. The others are Niedertstenr
(1.54 million inhabitants), Oberdsterreich (1. 38liom), Steiermark (1.18 million), Tirol (0.67 ntibn),
Karnten (0.60 million), Salzburg (0.51 million), ¥éolberg (0.35 million) and Burgenland (0.28 millio
inhabitants)

According to the 2001 Census, the entire populatiofustria is 8,033,000.
About 7,322,000 people are Austrian citizens ar.®00 have other nationalities.

About 1,000,000 inhabitants are not born in Ausffiae majority of immigrants are from the former
Yugoslavia, Turkey and Germany.

Austria has a mixed presidential-parliamentary gonent and a federal system of executive
organization. The President, which is elected hyuter vote for a 6 year term, nominates the Prinmaidter
who heads the cabinet. The cabinet is responsibtbet lower house of Parliament (Nationalrat) which
elected by popular vote according to proportioegresentation.

The upper house of Parliament represents the mesiraccording to the federal basic of the
Constitution from 1929.

National Health System

The Austrian health system is organized in a fddeag. The main duties concerning patient care and
detailed decisions are done at the political lefethe provinces. The national level is responsfblethe
coordination and general guidelines as well aslaeggry affairs and quality control. Ninety-eightrpzent of
the population is covered by the National Publi@altelnsurance System. These funds are coveretieby t
employees and employers based on regular levies.plblic budget supports unemployed and/or poor
people. The reimbursement for outpatient service ppysician is a mix of flat rate and reimbursenfen
specific services. At the moment, the organizatibthe reimbursement is modified by the introductad a
regular, nation-wide electronic procedure (e-cafdhe health service, which is covered by publicntgais
defined in a catalogue. Additional service has egphid by the patient or is partially covered bgublic
contribution.

About 1/3 of the population has additional privagalth insurance which guarantees free choiceeof th
physician and a higher standard in service in thephals. According to the contracts, private Healt
insurances cover additional treatments which aténetuded in the public health service catalogue.

The number of hospitals in Austria decreased fr@891to 2003 from 325 to 272. The number of
incharge beds decreased in the same period fro®0F3to 70,600. This represents 8.4 beds/1,000
inhabitants. The total number of physicians incedasrom 33,.800 to 37,400. 18,025 were active in
outpatient service, 6,221 were general practit®onand 11,804 were specialists of the various
specializations. Of the 272 hospitals, 137 are wmeby public budgets (Landesfondsfinanzierte
Krankenanstalten) and represent 73% of the entidegooportion. This sector presents the acute inattee
Austrian medical system and includes the majorftyhe high level medical service. For these hosgpita
national evaluations are available. The averagésquer patient and day is €439. Additionally, of th37
hospitals covered by public budgets, 27 hospitaésate as non-profit organizations. They repregd®o of
the entire bed resources. In general, the nontmeditor in the Austrian health system is represkhy 160
hospitals (=58.8%) and 78.1% of the entire bed @ipdl he largest owner of hospitals is the proemavith
32.7% of the institutions, representing 52.3% ofldbeFurther owners are cities, religious commusijtie
public and private health insurances and privatsques. There is a large proportion of small hospita
61.4% of them have less than 200 beds, 40% lessli®@ beds (=5.1% of the entire bed capacity). This
sector includes institutions for rehabilitation asykcial care. Seventy-five hospitals have betvi@hand
500 beds (= 31% of the bed capacity), 21 hosphalsveen 500 and 1,000 beds (=22.7% of the bed
capacity). Including the 3 University Clinics iné&fina, Innsbruck and Graz, there are 9 hospitals mwire
than 1,000 beds (= 19.3% of the bed capacity).
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In 2004, Austria spent €17 billion for health wiiepresents 7.5% of the national gross income.
67.7% is covered by the national public healtheaystAustria’s expenses for health services of Hbte
NGI is in the mid-range of the European Union .e Hverage is 8.4% in the OECD countries. To compare
the figures: the USA spends 14.4%, Switzerland%] Rorea is on the lower end and spends 5.1%. ®ubli
health insurances are the most important struétuthe administration and financing of the publialih
system. They are organized at the province leviél anational coordination structure. Additionatdome to
the health system is by the national budget andptheate sector. The entire budget for public Healt
insurances is €11.5 billion. From this budget, €3llon are spent on hospital service, €2.9 bilir the
outpatient physicians service, €2.4 billion for gguand medical devices, €707 million for dentakcand
€454 million for mother and child care (incl. pratien and screening). The expenses for administrdtr
public health insurances are €351 million (=3%).

References:
1)National Health Report 2004 by the Austrian Minjiof Health and Consumer Protection (www.bmgagyv.
2)Statistical Reports by the Austrian Public Inggtfor Statistics (www.statistik.at)

Health Data Collection

Since EAR has started it's cooperation with EUPHDRElayed, this report has to be stated as
preliminary. The data will be updated when necegsgaring the project.

In Austria, discharge records are a main sourceinfdrmation concerning health data. The
documentation is based on the DGR-System andeibdhis for reimbursement.

The discharge records are sent to the public haadtirances. Every citizen has to be included im on
public health insurance. Every region has its owmdependent public health insurance
(Gebietskrankenkasse), which is connected to aomati network including a central institution
(Hauptverband der Sozialversicherungstrager), whiak to coordinate and is responsible for central
decisions. Some professional groups like public leyges, farmers or railway employees are covered by
insurance institutions.

ICD9 and IDC10 dominate as the basis for the diaignaocumentation. Main and additional
diagnoses are documented. This documentation ibabis for reimbursement for single case and disigno
base (MEL = Medizinische Einzelleistung). The reimgzment and value of the single position is in
permanent reconstruction since this system is drtheomain strategic instruments that guide thdthea
system. The financial impact might have an effegttbe documentation in the hospital departments.
Software is frequently used to improve the finaho#sult. This should be taken into consideratidmew
these data are used for public health issues aalitygoontrol monitoring.

The screening and evaluation of discharge recardsgaality control issues are done by the Austrian
Health Institute (OBIG). Public registers and tleamection of different data sources are done prauamtly
in this institution at the national level. Additialty, there are some projects by local health gaowiders
like TILAK in Tyrol. TILAK runs the local Tyroleararthroplasty register, but also includes registerd a
nationwide birth register. Scientific organizations some more projects.

The presented report is based on a summary ofniradiion from these institutions, web based research
and advices from the described network on othegllemprojects which have been asked for data or
cooperation in the network.

Links to other databases like the mortality regsstre possible by special permission due to pyivac
of data regulations, but this is not always possibt every case.
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PART 2.

Questionnaire description

The technical report is a summary of informatiorilemted from a survey including the main
institutions responsible for data collection fobpa health and quality control purposes.

These are the Austrian Health Institute ((")steriei;_t‘res Bundesinstitut fur Gesundheitswesen; OBIG;
recently included in the basket organisation “Geéit Osterreich GmbH") and the “Institut fir kkche
Epidemiologie of TILAK”, the holding for health aaproviders in the Tyrol region.

Additionally, a survey of the scientific network darscientific societies has been done to identify
projects with a scientific background that coulsbaderve as a database for public health issues.

In depth analyses of the data sets could not Bisedadue to the delayed participation of EAR ia th
EUPHORIC Project, but the intention is to complbie report later.
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AUSTRIA

A. CARDIOVASCULAR DISEASES AND SURGERY

CABG procedures X X 1997 Al
Present
PTCA procedures X X Biostatistik
Innsbruck
ACS - AMI

ACS - AMI and
Unstable angina

ACS - Unstable
angina

=

Stroke Unit Registe
STROKE X X 2005 2005 | (OBIG)
Discharge Records

In Development, aim nationg
not completely implimented

CAROTID
ENDO-
ARTERECTOMY
procedures

CAROTID
STENTING
procedures

Legend: Nat, National; Reg, Regional;Other, plegmeify in the “Notes” column if covering Areas, $hital(s), etc.
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B. CANCER

AUSTRIA

BREAST . . All projects are covering all types of cancer
CANCER Tumorregister Tirol ( iet.at)

Austria: Nationwide Register by “Statistik

Austria”, internationally not accepted
CERVICAL Tumorregister Tirol Tyrol,  Vorarlberg:  regional  coverage,
CANCER . .

internationally accepted,

Salzburg, Carinthia: not vaidated yet
COLORECTAL . .
CANCER Tumorregister Tirol

HAEMATOLOGICAL
MALIGNANCIES

Tumorregister Tirol

LUNG CANCER

Tumorregister Tiro
Bronchus CA Reg
(OBIG)

Potentially
"implimented

possible,

ng

t

In Development

MESOTHELIOMA

OTHER TYPES OF CANCER
(specify)

ALL CANCER

Tumorregister Tirol

CHILDHOOD HAEMATOLOGICAL
MALIGNANCIES

Tumorregister Tirol

CHILDHOOD CANCERS

Tumorregister Tiro

Legend: Nat, National; Reg, Regional;Other, plegeify in the “Notes” column if covering Areas, $hital(s), etc.
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C. INFECTIOUS DISEASES

HIV/AIDS

AUSTRIA

Single clinics, no
general more
surveillance studies

links, i
clinica

PNEUMONIA

VACCINATION
.................. *

INFLUENZA

MENINGITIS

HEPATITIS

MEASLES

RUBELLA

Legend: Nat, National; Reg, Regional;Other, plegmify in the “Notes” column if covering Areas, $fital(s), etc.

(*) Please specify one type in each line. If neagssadd lines
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AUSTRIA

D. OTHER CHRONIC DISEASES

In development, aim in the innitial phase is to ioye the
DIABETES X X Diabetesregister (Institut fiir hospital servive. For epidemiological and outcoswués the
Epidemiologie der TILAK) outpatient service would have to be included. Bakeduled,
but not implimented
Osterreichisches Dialyse- und
RENAL DISEASE X X Transplantationsregister (Austrian
Nephrological Society)
HYPERTENSION
BPCOD
ASTHMA
CHRONIC RENAL Osterreichisches Dialyse- und
FAILURE Transplantationsregister (Austrian
Nephrological Society)
MULTIPLE
SCLEROSIS
CROHN'S DISEASE

Legend: Nat, National; Reg, Regional; Other, plegseify in the “Notes” column if covering Areasps$pital(s), etc.
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E. ORTHOPAEDICS

AUSTRIA

In Development

HIP At -

REPLACEMENT 2004 Present OBIG

KNEE Scheduled in the same

REPLACEMENT orga_nlzatlon than the THA
Register

ACCIDENTS- Traumaregister Ez)(f)trsaﬁma Surve (iEerjrs)tigl)ve

INJURIES (AUVA) y

FRACTURE OF

Traumaregister

PROXIMAL
FEMUR (AUVA)
TRAUMA CARE Traumaregister

(AUVA)

Legend: Nat, National; Reg, Regional; Other, plegeify in the “Notes” column if covering Areaspspital(s), etc.
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AUSTRIA

F. TRANSPLANTATIONS

LIVER
X Osterreichisches Dialyse-

und

KIDNEY Transplantationsregister
(Austrian  Nephrological
Society)

LUNG

MEDULLA

Legend: Nat, National; Reg, Regional; Other, plegeify in the “Notes” column if covering Areaspspital(s), etc.
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AUSTRIA

G. EMERGENCY

Emergency
admission

Emergency
admission for
alcohol relateg
pathologies

Legend: Nat, National; Reg, Regional; Other, plegeify in the “Notes” column if covering Areaspspital(s), etc.
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AUSTRIA

H. NEONATAL/MATERNAL

Geburtenregister
Osterreich

Approx. 70% coverage

Vegnalbirhs X X (Austrian Birth Only Tyrol complete coverage
Register)
Caesarian births X X Geburtenregister

Osterreich

17

Perinatal intensive
care

Partial included in
Birth Register

(weight)

Legend: Nat, National; Reg, Regional; Other, plegsify in the “Notes” column if covering Areaspspital(s), etc.
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AUSTRIA

I. MISCELLANEA

Alcohol related
pathologies

Surgical procedures

At Austrian Stemn
Stem Cells X X 1991 Present Cell Transplant]
Register (ASCTR)

Austrian  Society

Herzschrittmacher X X for  Cardiology
(Arbeitsgruppe fi

Rhythmologie)

At Discharge Records Nationwide for structure quality

Discharge Records X 1997 9 but not for outcome quality
Present | (MEL)

assessment

Legend: Nat, National; Reg, Regional; Other, plegeify in the “Notes” column if covering Areaspspital(s), etc.
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AUSTRIA

PART 3.

Are there in Your Country activities related to Disease Registers or databases that could become effexin the next two years?

Yes IX! No !!

If Yes:

Knee Arthroplasty OBIG, connectedblA
HEART OBIG
Pediatric cardiology X X OBIG
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BULGARIA

PART 1.

Political And Demographical Description
Official Name: Republic of Bulgaria
Area: 10,994 sq. km.
Major cities: Capital--Sofia (1.2 million). OthefrBlovdiv (350,000), Varna (300,000).

Geography: Located on the Balkan Peninsula, Budgextends from the western shore of the Black
Sea to Yugoslavia in the west. In the north, theub® River forms the greater part of Bulgaria's wam
boundary with Romania. Greece and European Turkdyp kthe south and southeast of Bulgaria.

Terrain: Bulgaria is located in south central Ewophe terrain is varied, containing large
mountainous areas, fertile valleys, plains andastiime along the Black Sea.

People: Partly due to its mountainous terrain, Baégs population density is one of the lowest in
Eastern Europe, about 81 persons per sq km. AbautHirds of the people live in urban areas, coragdo
one-third in 1956. Sofia, the capital, is the latgety. Other major cities are Plovdiv, site afhajor annual
international trade fair, the Black Sea cities airva and Burgas, and Ruse on the Danube River. The
principal religious organization is the Bulgariamtt@dox Church to which most Bulgarians belong.&dth
religions include Islam, Roman Catholicism, Praassm, and Judaism.

Population (2003): 7,801,300.
Growth rate (2003): -5.7 (on the basis of 1,000p=)0
Ethnic groups (2001): Bulgarian 83.94%, Turkish2964 Roma 4.68%, and others.

Religions (2001): Bulgarian Orthodox 82.6%, Musli?2%, Roman Catholic 0.6%, Protestant 0.5%,
others.

Language: Bulgarian (official).
Health: Life expectancy (2002)--male 68.5; femal6.47 Infant mortality rate (2002)--13.3
deaths/1,000 live births.

History: The first Bulgarian state was recognize®81 A.D. and was a mixture of Slavs and Bulgars.
Several years later, the First Bulgarian Kingdonther "Golden Age" emerged under Tsar Simeon | i8- 89
927. During this time, Bulgarian art and literatdleurished. Also during the ninth century, Orth&do
Christianity became the primary religion in Bulgadnd the Cyrillic alphabet was established. In8101
Bulgaria fell under the authority of the Byzanti&epire. Byzantine rule was short-lived, however.185,
Bulgarians had broken free of Byzantine rule and,202, they established the Second Bulgarian Kingd
Ottoman domination of the Balkan Peninsula evehtwsffected Bulgaria in the late 14th century, dnd
1396, Bulgaria had become part of the Ottoman Eenpiollowing the Russo-Turkish War (1877-78) and
the Treaty of Berlin (1885), Bulgaria gained somgoaomy under the Ottoman Empire, but complete
independence was not recognized until 1908. THg-&amid-1900s in Bulgaria was characterized bgiab
and political unrest. Bulgaria participated in ffiest and Second Balkan Wars (1912 and 1913) afetlsi
with the Central Powers and later the Axis Powarsng the two World Wars. (Although allied with
Germany during World War Il, Bulgaria never decthvear on Russia.)

Following the defeat of the Axis Powers, communimerged as the dominant political force within
Bulgaria. Former King Simeon Il, who is currentlyir®e Minister, was forced into exile in 1946 and
remained primarily in Madrid, Spain, until April @0, when he returned to Bulgaria. (Note: Simeon
assumed control of the throne in 1943 at the age foflowing the death of his father Boris Ill.) By946,
Bulgaria had become a satellite of the Soviet Uniemaining so throughout the Cold War period.

In 1989, Zhivkov relinquished control and demoaahange began. The first multi-party elections
since World War Il were held in 1990. The rulingmoounist party changed its name to the Bulgarian
Socialist Party and won the June 1990 electionBowimg a period of social unrest and passage néw
constitution, the first fully democratic parliamant elections were held in 1991 in which the United
Democratic Front won. The first direct presidengildctions were held the next year.

As Bulgaria emerged from the throes of communigrexperienced a period of social and economic
unrest. With the help of the international commyriiormer Prime Minister lvan Kostov initiated aigs of
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economic reforms in 1997 that helped stabilize ¢bantry. Recent elections in 2001 ushered in a new
Government and President, but the new leadershmiia remains committed to Euro-Atlantic integoati
democratic reform, and development of a marketdbasenomy.

Government: Bulgaria is a parliamentary republibe Tunicameral National Assembly, or Narodno
Subranie, consists of 240 deputies who are eleftedi-year terms through a system of proportional
representation in 31 electoral regions. Party aditon lists, rather than individual candidate remnappear
on the ballots. A party or coalition must garnenmimum of 4% of the vote in order to enter Parksin
Parliament selects and dismisses Government Migjstecluding the Prime Minister, exercises contraér
the Government, and sanctions deployment of tragp®ad. It is responsible for enactment of laws,
approval of the budget, scheduling of presidengkdctions, declaration of war, and ratification of
international treaties and agreements.

Principal Government Officials

- President--Georgi Purvanov

- Prime Minister--Sergei Stanishev

- Deputy Prime Minister/Minister of Foreign Affairgvailo Kalfin

- Deputy Prime Minister/Minister of Education--Daniéliichev

- Deputy Prime Minister/Minister of Disaster and Admnts--Emel Etem
- Minister of Defence--Vesselin Bliznakov

- Minister of Economy and Energy--Roumen Ovcharov

- Type: Parliamentary democracy.

- Constitution: Adopted July 12, 1991.

- Independence: 1908 (from the Ottoman Empire).

- Branches: Executive--President (chief of stateim@minister (head of Government), Council of
Ministers (cabinet). Legislative--unicameral Naabmssembly or Narodno Subranie--240 seats.
Members are elected by popular vote of party/doalitists of candidates for 4-year terms.
Judicial--three-tiered system.

More political information and statistics about Baria:
http://www.europeanforum.bot-consult.se/cup/bulgéri

National Health System

The population health state is a national pricaityl is ensured by the state through implementation
the following principles:

1. Equity in using health services;

2. Provision of accessible quality heath care withogiies for children, pregnant women and
mothers of young children;

Priority to health promotion and integrated disgasention;

Prevention and reducing of the risk for human tefatim hazardous environmental factors;
Special health protection for children, pregnanmea, mothers of young children, individuals;
with physical disabilities and mental disturbances;

State participation in funding activities relateciuman health protection.

The management of the national health policy ipuidited by the Health Law. Relevant
chapters/articles:

1. The national health policy is managed and impleea:by the Council of Ministers.

2. The Council of Ministers, after a proposal of thenlgter of Health, approves the National Health
Strategy further adopted by Parliament.

3. The Council of Ministers, after a proposal of thenigter of Health, approves national health
programmes.

The national health strategy and national healtiggammes are based on an assessment of the health
state and health needs of the population, healthedeaphic tendencies and resource capacities of the

No oghkow
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National Healthcare System. The national healthtesly and national health programmes are finanged b
the national budget as differentiated expenditafethe Ministry of Health and can be also suppotigd
other financial sources.

The National Healthcare System incorporates hdseg@ablishments as referred to in the Law for
Health Establishments, health establishments a=reef to in the same law, and Law for Drugs and
Pharmacies for Humane Medicine, as well as, stateicipal and public bodies and institutions foe th
organization, management and control of activibiediealth protection and improvement.

Management bodies of the National Healthcare System

The Minister of Health manages the national healthsystem and controls the activities on:
protection of population health and state healthtrod;

provision of urgent medical aid, transfusion haexuafy, stationary psychiatric

care, medico-social care for young children, tréargpations and health information;
provision and sustainable development of healtivities at health establishments;
medical expertise.

The Higher Medical Council is organized by the Mter of Health. It includes five representatives
authorized by the Minister of Health, five reprasgines of the Bulgarian Union of Medical Doctotisree
representatives of the Union of Dentists, threerasgntatives of the Health Insurance Fund, one
representative of the Bulgarian Health Care Pridaats, one representative of the National Socadty
Municipalities, one representative of each highediral university and one representative of thegBiihn
Red Cross. The Higher Medical Council is a consiuttebody that discusses and provides standpomts o

1. priorities of the national health strategy;
2. ethic issues of medicine and biomedicine;

3. draft laws and draft regulations of the CouncilMifisters in the field of health care and of the
competency of the Minister of Health;

4. report of the Minister of Health as referred tahin. 5 (2)
5. annual draft budget of healthcare;
6. research priorities in the field of medicine andtdsry.

The national health policy at regional level is lempented and organized by a regional healthcare
centre and the Regional Inspectorate for Protecimh Control of Public Health. The regional headtiec
centres implement activities on the:

1. control of registrations and health wards on thettey of the region;

2. control of the compliance with medical standards] arganization for the quality assurance of
the medical activities at health establishments;

3. implementation of IT in healthcare;

collection, registration, processing, storing, gsial and provision of health information for the
needs of the national healthcare system;

planning, organization, management and controledical expertise in the region;

planning and organization of health activitiesiffedent accidents and emergencies in the region;
checking of complaints and signals from the popattatelated to health services;

coordination of the activities on the implementatad national and regional health programs.
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PART 2

Questionnaire description

The questionnaire has been filled in on the bakth@ available information in the database of the
National Centre of Health Information; therefortegan not be considered an exhaustive inventoslldahe
existing sources of data at local and nationallleve

In Bulgaria, discharge records are one of the mairrces of information concerning health data and
they are collected to calculate, for each hospit&,proper reimbursement to be paid by the Natidealth
System through the National Health Insurance B&ikiB).

Every hospital fills in and sends to its own regibhealth insurance office a record for each patie
undergoing an admission; then the data are trateiiy the NHIB. Next, the Ministry of Health checknd
puts together the data sets from each region iatiamal one. A part of the information is gatheesd
analyzed by the National Centre of Health InformatiNCHI).

ICD10 has been adopted to code diagnoses and presefbr the database. The condition, which has
required the greatest workload and expendituréhferhospital, as identified at the discharge, findd as
the main diagnosis. Similarly, the main procedsrddfined as the treatment more closely relatédetonain
diagnosis and which has implied the greatest dilmec®f healthcare resources.

The database is kept and handled by the NHIB. @nlgarticular cases and for specific purposes,
some public institutions can have this databagbeit own disposal. For example, clinical databasere
developed by an active data collection availalde $ome pathologies and procedures listed in the
guestionnaire, i.e. knee and hip transplantation.

The published data source for the health informmatmalicators is: www.nchi.government.bg. Its data
set includes the morbidity and mortality of disesasedifferent systems: infectious diseases, cavdarular
system, ischaemic heart diseases, cerebrovasdglkasds, malignant melanoma, chronic liver diseases
poisoning, and diabetes mellitus.

It is important to note that the linkage betweenichl records and other data sets, such as rdgiona
mortality registers (in the NCHI data base), cobkl implemented, but at present it has not beewy full
realised. The database of the NHIB is not availabthe public.

The NCHI data base is the administrative documilawmit,it consists of only morbidity and mortality
data according to sex and age without detailedited$pdicators.
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A. CARDIOVASCULAR DISEASES AND SURGERY

BULGARIA

INDICATOR: A3

DISCHARGE POSSIBLE BUT NOT YET| .
[=
CABG procedures 2003 | 2005 RECORDS IMPLEMENTED lztilgtrsil Insuranc
CABG procedures 2003| 2007
INDICATOR: A5
ISCHARGE POSSIBLE BUT NOT YET .
PTCA procedures 2008 20 )gECORDS IMPLEMENTED Nat_lonal Insuranc
registry
INDICATOR: A9
DISCHARGE POSSIBLE BUT NOT YET| .
ACS — AMI 2003| 20051 RECORDS IMPLEMENTED Nat_lonal Insuranc
registry
ACS — AMI and Unstable angina
ACS — Unstable angina
A2
STROKE 2003 2005DISCHARGE NO National ~ Insuranc
RECORDS i
registry
CAROTID ENDO-ARTERECTOMY|
procedures
ISCHARGE National Insuranc
CAROTID STENTING procedures 2003 ZOOEECORDS No registry

Legend: Nat, National; Reg, Regional;Other, plegeify in the “Notes” column if covering Areas, $hital(s), etc.
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B. CANCER

BULGARIA

BREAST .

CANCER X X 1992 | At PresentClinical records| Yes
CERVICAL .

CANCER X X 1992 | At PresentClinical records| Yes
COLORECTAL .

CANCER X X 1992 | At PresentClinical records| Yes
HAEMATOLOGICAL MALIGNANCIES X X 1992 | At PresentClinical records| Yes
LUNG CANCER X X 1992 | At PresentClinical records| Yes
MESOTHELIOMA 1992| At Present

OTHE_R TYPES OF CANCER 1992| At Preserit

(specify)

ALL CANCER X 1992 | At PresentClinical records

CHILDHOOD HAEMATOLOGICAL MALIGNANCIES

CHILDHOOD CANCERS

Legend: Nat, National; Reg, Regional; Other, plegseify in the “

Notes” column if covering Areaspspital(s), etc.
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C. INFECTIOUS DISEASES

BULGARIA

HIV/AIDS

PNEUMONIA

VACCINATION ............. *)

INFLUENZA X X 1980 | At Present| Clinical records
MENINGITIS X X 1980 | At Present| Clinical records
HEPATITIS .
.................. (*) X X 1980 | At Present Clinical records
MEASLES X X 1980

RUBELLA X X 1980

Tuberculosis X X 1980

Legend: Nat, National; Reg, Regional;Other, plegmeify in the “Notes” column if covering Areas, $fiital(s), etc. (*) Please specify one type in dawh If necessary, add lines
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BULGARIA

D. OTHER CHRONIC DISEASES

D1, D2, D3, D4
DIABETES X X 2003 | 2005 DISCHARGE RECORDS| No National Insurance registry
RENAL DISEASE X | X 2003 2005 X X No National Insurance registry

DISCHARGE RECORDS

HYPERTENSION

BPCOD

ASTHMA

CHRONIC RENAL FAILURE X X National registry

MULTIPLE SCLEROSIS X X Population registry

CROHN'S DISEASE

Legend: Nat, National;Reg, Regional;Other, pleaseify in the “Notes” column if covering Areas, Hpisl(s), etc.
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E. ORTHOPAEDICS

BULGARIA

At - National Insuranc
HIP REPLACEMENT 2002 Present Clinical records No registry
KNEE
REPLACEMENT
ACCIDENTS- DISCHARGE E3
INJURIES 2003 2005 RECORDS L\(laztils?trrlil Insuranc

FRACTURE  OF
FEMUR

PROXIMAL

TRAUMA CARE

Legend: Nat, National;Reg, Regional;Other, pleaseify in the “Notes” column if covering Areas, Hpitsl(s), etc.
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BULGARIA

F. TRANSPLANTATIONS

LIVER

KIDNEY

HEART

LUNG

MEDULLA

Legend: Nat, National;Reg, Regional;Other, pleaseify in the “Notes” column if covering Areas, Hpisl(s), etc.
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G. EMERGENCY

Emergency
admission

BULGARIA

2003

2005

DISCHARGE

RECORDS

No

Gl

Emergency
admission for alcohg

related pathologies

Legend: Nat, National;Reg, Regional;Other, pleaseify in the “Notes” column if covering Areas, Hpisl(s), etc.
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BULGARIA

H. NEONATAL/MATERNAL

DISCHARGE

Vaginal births X X 2003 2005 RECORDS No H1, H2,
. . DISCHARGE
Caesarian births X X 2003 2005 RECORDS No H3

Perinatal  intensiv:
care

1%

Legend: Nat, National;Reg, Regional;Other, pleaseify in the “Notes” column if covering Areas, Hitsl(s), etc.
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BULGARIA

I. MISCELLANEA

Alcohol related
pathologies

Surgical procedures

Legend: Nat, National; Reg, Regional;Other, plegeeify in the “Notes” column if covering Areas, $fiatal(s), etc
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Websites Of General Interest For The Selected Areas

http://www.ior.it/top.html?unita/index
http://www.asplazio.it/asp_online/att _ospedalieaf/esito/ripal.php?valesito=ripal
http://www.cimedoc.uniba.it/prot_anca/
http://www.arsanita.toscana.it

http://www.jru.orthop.gu.se/
http://www.ort.lu.se/knee/indexeng.html
http://www.haukeland.no/nrl/
http://www.nam.fi/english/publications/medical dess.html
http://www.sdu.dk/health/research/units/orthopaggicp
https://www.rne.ro/public/situatii_eng.php
http://www.njrcentre.org.uk/
http://secure.cihi.ca/cihiweb/dispPage.jsp?cw_pagpAces cjrr_e
http://ojrr.ca/ojrr/public/
http://www.aaos.org/wordhtml/bulletin/aprO4/acdnvigsh
http://www.outcomes-umassmed.org/GLORY/index.cfm
http://www.dmac.adelaide.edu.au/aoanjrr/aoan;jrr.jsp
http://www.cdhb.govt.nz/NJR/

http://www.statistics.gr

http://www.eom.gr

http://www.keelpno.gr

http://www.onasseio.gr
http://www.reqistri-tumori.it/incidenzal998-2002¢gpi.htm|
http://www.reqistri-tumori.it/pubblicazione/pubbirhl (period 1986-1997)
http://www.encr.com.fr/europe95.htm
http://www-dep.iarc.fr/eucan/eucan.htm
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International web sites concerning collections of i ndicators
INSTITUTION COUNTRY WEBSITE Date
Centre for Health Program Evaluation AU http://chpe.buseco.monash.edu.au/main.html May 2005
Australian Health Outcomes Collaboration (AHOC) - Australia AU http://chsd.uow.edu.au/ahoc/ May 2005
Australian Council on Healthcare Standards (ACHS) AU http://www.achs.org.au May 2005
Australasian Association for Quality in Health Care AU www.aaghc.org.au May 2005
Australia's national agency for health and welfarestatistics AU www.aihw.gov.au/ May 2005
Australasian Cochrane Centre AU www.cochrane.org.au May 2005
SPHERe Social and Public Health Economics Resear&@roup AU www.curtin.edu.au/health/research/sphere May 2005
Effective Healthcare Australia AU www.eha.usyd.edu.au May 2005
Health Communication Network (HCN) AU www.hcn.net.au May 2005
Commonwealth Department of Health and Ageing (Austalia) AU www.health.gov.au May 2005
LinkageWiz Record Linkage Software AU www.linkagewiz.com May 2005
ggp\/tirfesfolr;egg;gal) Effectiveness (Monash Institute of Health AU www.med.monash.edu.au/healthservices/cce/ May 2005
Centre for Clinical Governace Research in Health AU www.med.unsw.edu.au/chmisr May 2005
\F/)\llzrs]tern Australian Mental Health Information Development AU www.mhidp.health.wa.qgov.au May 2005
National Centre for Epidemiology and Population Heéth AU www.nceph.anu.edu.au May 2005
Australian Longitudinal Study on Women's Health AU www.newcastle.edu.au/centre/wha May 2005
Medical Outcomes Trust AU Www.outcomes-trust.org May 2005
Centre for Health Services Research AU www.populationhealth.uwa.edu.au/welcome/researshicisr May 2005
Canadian Institute for Health Information (CIHI) CA http://secure.cihi.ca/cihiweb/dispPage.jsp?cw_ppage=indicators_outcomes &lay 2005
Canadian Institute for Health Information (CIHI) CA http://www.cihi.ca/cihiweb/dispPage.jsp?cw_pageiiatbrs e May 2005
Health Related Quality of Life Mapi Research Institte FR \éV\évz)v._rnapi-institute.com - for the linquistic valide of health outcomes anﬂ/la 2005
instruments May S
PROQOLID (Patient-Reported Outcome and Quality Of Life .
Instruments Database) FR www.progolid.org May 2005
Agency for Quality in Medicine (AQUMED) DE http://www.aezg.de/qualitaetsindikatoren May 2005
German Office for Quality Assurance DE http://www.bgs-qualitaetsindikatoren.de/ May 2005
Agency for Quality in Medicine (AQUMED) DE www.aqumed.de/ May 2005
New Zealand Health Technology Assessment Centre NZ http://nzhta.chmeds.ac.nz May 2005
Ministry of Health, New Zeland NZ www.moh.govt.nz May 2005
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INSTITUTION COUNTRY WEBSITE Date
Z\INact:larglllg)Centre for Health Outcomes DevelopmentUK http://phi.uhce.ox.ac.uk Aoril 2005
Clinical Standards Board for Scotland (CSBS) UK http://www.clinicalstandards.org May 2005
The International Centre for Mental Health Promotion UK www.charity.demon.co.uk May 2005
Healthcare Commission NHS UK www.healthcarecommission.org.uk/homepage.cfm April 2005
Clinical Indicators Support Team - NHS Scotland UK www.indicators.scot.nhs.uk/ April 2005
European Clearing Houses on Health Outcomes UK www.leeds.ac.uk/nuffield/infoservices/ECHHO/homeht May 2005
National Confidencial Enquiry into Ptient Outcome and UK www.ncepod.org.uk/ Aoril 2005
Death (NCEPOD) : -01. At 2R
Statistics and performance indicators in healthcarge .
social services, complaints handling and waiting riies UK www.performance.doh.gov.uk/ April 2005
gzafxgg School of Health and Related ResearcfhK www.shef.ac.uk/uni/academic/R-Z/scharr/ May 2005
NHS Centre for Reviews and Dissemination (UK) UK www.york.ac.uk/inst/crd/ehcb.htm April 2005
Agency for Health Care Research and Quality (AHRQ) USA http://www.ahrg.gov/chtoolbx/understn.htm April 2005
Centers for Medicare & Medicaid Services (CMS) USA http://www.cms.hhs.gov/MedicaidSCHIPQualPrac/02dencebasedcard.asp#TopOfPaitay 2005
Commonwealth Fund USA http://www.cmwf.org/topics/topics.htm?attrib_id=12D May 2005
Joint Commission on Accrediation of Healthcare ) .

Organizations (JCAHO) USA http://www.jcaho.org May 2005
National Committee for Quality Assurance (NCQA) USA http://www.ncga.org April 2005
The Association of Maryland Hospitals & Health . N

Systems (MHA) USA http://www.giproject.org May 2005
National Quality Forum USA http://www.qualityforum.org/ May 2005
Agency for Health Care Research and Quality (AHRQ) USA http://www.qgualityindicators.ahrg.gov April 2005
Center for Healthcare Improvement (CHI) USA www.100tophospitals.com/ April 2005
Agency for Health Care Research and Quality (AHRQ) USA www.ahrg.gov April 2005
Center for Desease Control and Prevention (CDC) USA www.cdc.gov/hrgol/methods.htm May 2005
Foundation for Accountability USA www.facct.org May 2005
National Guidelines Clearinghouse (AHCPR) USA www.guidelines.gov May 2005
Pennsylvania Health Care Cost Containment Council USA www.phc4.org/ April 2005
Quality Metric USA www.gmetric.com May 2005
OECD Int www.oecd.org/dataoecd/1/36/36262363.pdf May 2005
World Health Organization Int www.who.int/en/ April 2005
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