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l. | NTRODUCT! ON

1. The Joint ECE-WHO, Regional Ofice for Europe Meeting on Health
Statistics was held in Rome from 14-16 Cctober 1998, at the invitation of the
Governnent of Italy, in co-operation with the National Statistical Institute
(1 STAT) and the Italian Mnistry of Health. It was attended by participants
from Al bania, Andorra, Arnenia, Austria, Azerbaijan, Belarus, Belgium Bosnia
and Herzegovi na, Bulgaria, Canada, Croatia, Czech Republic, Dennmark, Estonia,
Fi nl and, France, Ceorgia, Cernany, Hungary, lIreland, Israel, Italy,
Kazakhstan, Kyrgyzstan, Latvia, Lithuania, Luxenmbourg, Malta, Netherlands,
Norway, Pol and, Portugal, Republic of Ml dova, Romania, Russian Federation,

Sl ovaki a, Sl ovenia, Spain, Sweden, Switzerland, Tajikistan, The forner

Yugosl av Republ i ¢ of Macedoni a, Turkneni stan, Wkraine, United Kingdom United
States and Uzbeki st an.

2. The European Conm ssion was represented by Eurostat and the Directorate
Ceneral V, Enploynent, Industrial Relations and Social Affairs.
3. Representati ves of Australia attended under Article 11 of the UN ECE

Terms of Reference.

4, Representatives of United Nations Fund for Popul ation Activities
(UNFPA), United Nations Departnent of Economic and Social |nfornation and
Policy Analysis (UN Statistics Division) and the follow ng speci al i sed
agenci es and i nt ergover nrrent al organi sations were al so present: WHO -
headquarters, WHO — Anerican Regional Ofice, WHO I nformati on Centre for
CE. 98-
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Central Asian Republics, the Wrld Bank, Organi sation for Econonic
Cooperation and Devel oprent (CECD) and the Council of Europe.

M. Paolo Garonna, Director CGeneral of the Italian National Statistical
Institute (I STAT), chaired the neeting.

. ORGANI ZATI ON AND DOCUMENTATI ON

Agenda and procedure

6. The Provi sional agenda (CES/ AC. 36/1998/ 2/ Add. 1) was adopt ed.

7. The programe of the Meeting covered the foll owi ng substantive topics:

(i) Probl ens associated with the [ack of coordination in national and
international health statistics ;

(ii) The role of IT in collecting health information and providing
ready access to statistics and indicators on health status;

(iii) Development and use of health output indicators ;

(iv) Progress towards inplenentation of |1CD 10 and ot her
internationally conparabl e health classification systens.

8. Each topic had a session dedicated to it. An or gani ser was appoi nt ed
for each session to be responsible for planning and inviting di scussion
papers, a discussant and a rapporteur. On the last day a Panel with all the
di scussants ani mated further discussion and drew concl usi ons fromthe debate
of the four topics.

Docunent ati on

9. Al the papers, including the report, are available at the follow ng
Wbsi t e address:

WWW. unece. or g/ st at s/ docunent s/ 1988. 10. heal t h. ht m

Only the invited papers were translated into the three working | anguages,
English, French and Russian, for supporting papers only the sumrary was
translated. A summary of the discussion and the nmain concl usions drawn from
each session is included in Annex to this report.

Openi ng st atenents

10. The openi ng addresses were delivered by the Drector CGeneral, M. Paolo
Garonna, WHO Regional Director for Europe, Dr. J.E Asvall and Prof. Silano,
Head of International Relations of the Italian Mnistry of Health.
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11. The three speakers enphasised the role of health statistics and
information to support health policy formulation and eval uati on and to enabl e
countries to nove towards evi dence-based, outcome oriented health care. The
i nportance of integrating health services statistics with statistica

i nformati on on other factors influencing health such as social conditions,
lifestyle, education and environnent was al so underlined. Health policies
are increasingly becomng intersectoral and focus on social inequality. The
coordi nation of sources and collections of health statistics was seen as a
maj or chal l enge for both countries and international agencies, particularly
since there is no formal framework to ensure this at the international |evel
Most recently, the nenber states of the WHO European regi on have recogni sed
that health is a basic human right and policy nust be based on val ues and
principles such as equity, solidarity, participation and accountability to

achi eve progress towards the accepted goal of health for all. The grow ng
need to neasure health status of popul ations conbined with the rising costs
of health care due to agei ng and new nedi cal technol ogi es, is increasing the

dermand for conparative health statistics. As resources for health statistics
are not grow ng conmensurately, good collaboration between all parties
involved in this process - physicians, health admnistration, insurers,
statisticians, etc. - is crucial

[11. FUTURE WORK

12. At the beginning of the neeting, the Chairman as Kked the participants to
hand in to the secretariat their witten proposals for topics for future
neetings. An Advisory Goup of representatives from Canada, the Czech

Republic, France, Italy, Norway and the Russian Federati on, discussed the
subnitted proposal s and prepared a shortlist of four topics. The neeting

di scussed the proposal and recomrended that the follow ng text be inserted

into the programme of work of the Conference of European Statisticians:

4.6 HEALTH STATI STI CS

Activities and nmeans

Activities of the UN ECE

13. Meeting on health statistics (jointly with WHO headquarters) in
2001/ 2002 to consi der

(i) Use of health infornmation in health policy, nmanagenent and
delivery. Are health information systens being used properly to serve
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the needs of health and social policy? ( e.g. use of linked data sets or
vital registration for |arge scal e epi dem ol ogi cal studies; the

adequacy of current data sets to nonitor health outcones; |ongitudina
data needs to facilitate health and social care for the elderly and

i ssues related to data di ssem nation);

(ii) Conceptual and statistical issues in health status neasurenent
(e.g. clarification of concepts around defining, valuing and neasuring
health status, nmorbidity and related quality of life; progress towards
i nternational standardisation including further devel opment and
application of |ADH quantification of health related quality of life
in countries; adaptation of current statistical systens and data

coll ection procedures to accel erate the above);

(iii) Integration of key national health and health related statistics

into coordi nated and easy accessi bl e databases (legal and
adm ni strative issues of data linkage fromdifferent sources; users and
uses of national integrated data sets);

(iv) International and national harnonisation of definitions and
reporting on health statistics (progress in coordination of nationa
and international data collections, sharing of data between

i nternati onal organisations, |inkages between international and

nati onal data sets).

14. The meeting strongly recomrended that the Conference further encourage
Internati onal ogranizations involved in health statistics to increase their
cooperation and coordination in those areas of health data collections and
research which are not yet adequately coordinated. It also asked the
Conference to encourage countries to intensify coor di nati on and data
conparability between different health sectors and data producers mnistries,
statistical agencies, research institutes, etc.).

15. The neeting further recomrended that the Conference gi ve a hi gher
priority to the area of health statistics, and that its work programre
focuses nmore on the conceptual issues of measurenent, classifications,
standardi sati on and harnoni sati on of data.

16. In view of the fact that the next neeting was only planned for

2001/ 2002, the participants urged the Conference to convene a preparatory
nmeeting in 1999/2000 invol ving the participation of a snall nunber of
interested countries. The preparatory meeting woul d di scuss and prepare sone
of the above issues for the next neeting.
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I V. OTHER BUSI NESS

17. Several international organisations working in the field of health
reported to the meeting on work they were currently doing or planning to
undertake in areas covered by the concerns of this neeting.

V. ADOPTI ON OF THE REPORT AND CLOSI NG OF THE MEETI NG

18. The report was adopted by the meeting on 16 Cctober 1998

19. The neeting thanked the Italian CGovernment and | STAT for their support
and hospitality and for having organised a nmost successful neeting.

20. The neeting was closed by the Chairman Paulo  Garonna
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Summary of di scussion and nai n concl usi ons
A Session 1 - Problens associated with the lack of coordination in

national and international health statistics

Docunent ati on: I nvited papers by WHO (CES/ AC. 36/1998/4-7) and Italy (43).
Supporting papers by Al bania (38), Arnenia (45), Australia (40), Azerbaijan
(41); Belgium(23), Czech Republic (27 and 28), Estonia, Latvia and Lithuania
(21) , France (24), Ceorgia (20), Kazakhstan (42), Kyrgyzstan (37),

Net herl ands (22) and Sl ovenia (18).

21. M. Arun Nanda acted as session organiser, M. Hubert I snard as
di scussant and M. J. Halsall as rapporteur

22. The five invited papers for the session were presented to the meeting
by their authors while the fifteen supporting papers were summari sed by the
di scussant. The supporting papers had several common themes. ne being the
reorgani sati on of health services and their funding, which especially in the
NS and the Countries of Central and Eastern Europe, has meant that health
statistics have had to adapt to these changes. In some countries, the health
statistics reporting structures have been destroyed in the belief that they
could not meet the needs of decision nakers and other users of the data and
t hen subsequently had to be re-constructed. The reorgani sation has taken
different forms in different countries. 1In some, it has been the prinmary
health care that has been the focus of the nodernisation of information flows
and cooperati on between state bodies, including sickness funds.

23. Anot her common t herme was regi onal cooperation, for exanple by the
Baltic States, the Central Asian Republics, the federal states in Australia
and anong six western European countries to inprove internationa
conparability of health care data. Everywhere these initiatives had

strengt hened national information systens and harnoni sed data. |In Australi a,
the health information coordination instrument is a data dictionary
(available on a Whbsite) containing nationally and internationally agreed
definitions and terns used in health statistics

24. It was clear fromthe discussion which followed that coordinati on was
seen to be inportant and necessary by both menber states and internationa
organi sations. Coordination is needed at several |evels: between

i nternati onal agencies; between international agencies and nenber states; and
also within countries between national agencies. It was suggested that the
latter issue should be discussed and addressed domestically in each country.
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25. Several participants also called attention to the need for harnonisation
of data and definitions collected by international agencies and gave exanpl es
of inconsistencies between the definitions used in different internationa

dat abases. It was also stated that while WHO s Health for Al database is
free, the OECD dat abase costs a nonth's salary in some countries; making it
free could lead to wider use of it.

26. Partici pant s observed that joint international work on conceptual
frameworks, definitions and classifications, for exanple on I1CD, had led to
better results than in other areas where little or no international work had
been done. A strong plea was nade for nore efforts and resources to be
devoted in the international organisations to conceptual devel opnent work
such as classifications and standards rather than to data collections. A
nmenber state noted that some international organisations had attenpted to
collect data that were not even collected nationally. Further, some agencies
had not | earned | essons previously | earned by other internationa

or gani sat i ons.

27. Bot h menber states and international agencies called for some work

di vi si on about who shoul d work on which topics to avoid duplicative efforts.
There was agreenent that sone topics need a | ot of work, for exanple health
status measurenent and health care services, while other topics are already
wel I devel oped and need correspondingly |l ess work, for exanple ICD. Wrk
shoul d be concentrated in those areas needi ng devel opnent, and not in mature
areas, and a very good exanpl e was the devel opment work done for the CECD
health accounts. In this way duplicated effort could be avoi ded, as coul d
probl ens caused by different definitions giving rise to different val ues for
apparently simlar indicators. Such contradictory data, even though they nay
not be numerous, can result in loss of confidence in all types of
international data and conpari sons.

28. It was also proposed that other international agencies should be asked
for advice and help with creating conceptual franeworks, and data gathering
instruments, for exanple, the International Epidem ol ogi cal Association, and
t he European Public Health Associati on.

29. On the routine collection of data, the two nodel s described in paper 7
wer e di scussed (the functional nodel and the distributed nodel). A
representative of Eurostat presented to the neeting an alternative framework
for statistical processes consisting of three parts: i) preparation of data
col l ection, including work on frameworks for statistical systens, standards,
instruments, definitions and classifications, and it was proposed that the
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nost appropriate international organisation could take the lead; ii) data
collection, including the preparati on of questionnaires, dumy tables, and
the organi sation of data transmission. For this it was proposed that

i nternational organi sations could collaborate by using joint questionnaires
and that territorial divisions may be appropriate ; iii) analyses and

di ssenination, for which it was proposed that every internationa

organi sation nust be free to act according to its nandate.

30. Concern was expressed about the proposed EC territorial nodel of
routine data collection. One problemwith the territorial nodel was that if
all data would have to be diverted via a single international agency; woul d
this not mean that one agency had a nonopoly in distributing data? A
distributed nodel, by contrast, has the advantage of supporting data
exchange, and not only data collection. The data excahnge el enent being the
“added val ue” that the international agencies provide for Menber States. It
was al so noted that a single nmaster dataset based on the concept of a
national integrated health database (as proposed in papers 4 and 5) sol ves
the probl em of authenticity. The single master dat aset can be an integra
part of the national health informati on systemand will raise donestic
acceptance of international databases.

31. There was consi derabl e di scussi on about whether the National I|ntegrated
Heal t h Dat abases m ght contain aggregated data or patient data, or both.

| ssues of confidentiality and protection and different legal situations in
countries require there being a pragnatic and country-specific approach

32. It was al so noted that training was needed to hel p people to make ful
use of health statistics. d ose working between national and internationa
bodi es is needed to make sure that the data will be relevant and useful for
practical purposes. Several speakers also saw a need to inprove data
quality. The meeting also stressed the need to inform physicians about the
use nmade of the data they provide. Cten data providers are not fully aware
of the uses nmade of the data they supply, for exanple on death certificates.
WHO EURO nrent i oned successful work done with dentists along these lines, and
nore recent initiatives on Gynaecology, bstetrics, and Neonatal nedicine,
whi ch was described in greater detail during session three in paper 16.

33. Several participants expressed their gratitude to Mnsieur Jean-Paul

Poulier for all the valuable work he had done at the CECD before his recent
retirenent.

34. WHO EURO di stri buted two conference room papers (CRP2 and CRP3).
Participants were invited to send comrents on suggested “Health for Al”
indicators listed in CRP2 which had been formul ated after consultation with
an expert group, sone of whose menbers were at this meeting. Further
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consultation in witing would take place formally with menber states between
Novenber 1998 and February 1999

B. Session 2 - The role of IT in collecting health informati on and
providing ready access to statistics and indicators on health status

Docunent ati on: I nvited papers by Dennark (CES/ AC 36/1998/12), Gernany (14),
Finland (15). Supporting papers Groatia (39), Czech Republic (32), Sweden
(33), Switzerland (25) and WHO (26).

35. M. Poul Erik Hansen acted as session organiser, M. Qunt her Bruckner
as discussant and M. Martin Lund as rapporteur.

36. The session was organi sed as a series presentations with IT
denmonstrations of different countries health information systens. Three
invited papers from Germany, Finland and Dennmark formed the core of the
session, followed by four supporting papers and a brief discussion

37. In his introduction, the session organiser told the meeting that t he
present overall picture of European health information has devel oped gradual |y.
Various organisations have contributed to the devel opnent on the basis of
their own specific policies. The devel opnent has been brought forward by many
different agendas but the various initiatives have not been coordinated in any
maj or sense. (Consequently, countries often have to report data to a nunber of
institutions which results in unnecessary workl oads, duplication of effort and
unnecessary conpetition between international agencies in the health field. As
aresult the quality of the data and information distributed by the

i nternational agencies was not always the best and generally limted. He
concluded that recent initiatives (EUPH N EAST and | DA HEM5) as well as the EU
Health Monitoring Programre have shown that sonme of these shortcom ngs can be
sol ved partly by means of |IT and tel ecormuni cation in a network of distributed
dat abases. Both systens bei ng devel oped are based on el ectroni ¢ networks for

t he exchange of data and to some extent on distributed databases. They are

al so prepared for future linkage or integration and enconpass all major

i nternational agencies engaged in data collection. Wthin the framework of the
health monitoring programre, initiatives have been | aunched on data
conparability and data quality.

38. The presenter of the CGernan paper reninded the neeting that due to
their federal structure, the Gernan federal health infornation systemis in
many ways a mcro cosnos of the situation in Europe. The systemis based on

information fromthe Lander contained in a central database which cover 7
maj or areas: framework conditions of the health care system health status;
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behavi oural and ri sk aspects of health; diseases; resources of the health
care sector; production and consunpti on of health care services; expenditure
and financing of health care services. An Internet version of the system
will be made available to the public by 1 Decenber 1998. It includes
facilities for online data processing and down | oadi ng as well as
docunent ati on and background naterial .

39. The Finni sh systemfor presentation and distribution of health
statistics has been established as an Internet solution based mainly on
encrypted individual data. However the databases - Net- HIno and the Sotka
dat abase - contain aggregated data only. Both databases have two | evel s of
access: one for professionals and one for the general public. The Net- H I no
gi ves an overvi ew of Finnish health care by giving informati on on year

nmedi cal speciality, region of the patient, hospital district, diagnosis,
operations, age groups, sex and nmode of adm ssion. The Sotka is a
statistical database that only in the future will become accessible to the
public. It is their intention to store the data for internati onal agencies
on the Net- HIno server as well.

40. The two Dani sh presenters told the neeting about the particularities of
their health information systemwhich is based on individual data. The
linking of all the information is possible because of a civil registration

nunmber unique to the individual. Every contact with the health care system
is registered - hospitals, general practitioners as well as the buying of
prescribed nmedicine in pharrmacies - is stored in a nunber of nationa

registries as encrypted individual data. The encrypted civil registration
nunber nmakes it possible to follow an individual through all the health
registers and to conbine these with other registers on e.g. enpl oyrent,

housi ng, denography etc. Because of the sensitivity of the data and very
strict rules on data confidentiality only a very |limted nunber of persons
fromthe national authorities have access to all the data at the mnost

di saggregated level. CQurrently, an Internet solution is being devel oped with
aviewto giving access to part of the data to the regional health
authorities and to the general public. The systemis designed with 2 |evels
of access so that the regional health authorities get access to their “own
i ndi vidual data” and to other data at an aggregated |evel. The genera

public gets access to aggregated data only. A nunber of security measures
have been inplenmented to protect the individual data. The Internet databases
are fed with data fromthe health statistical network directly.

41. The neeting was al so inforned about the EU Heal th Monitoring Programe
whi ch ainms at devel oping a systemof lasting nature based on 3 pillars:

i) establishment of common data sets and indicators and work on the

i mprovenent of data conparability and quality; ii) establishment of a
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network for sharing health data; and iii) health analysis. |1DA (EUPH N

H EVMS wi || becore the inplementation of one of the pillars and will
eventual |y act as the vehicle for health data exchange in the EU  The system
wi |l becore operational in a test version md-1999 and will be tested with
the use of real aggregated raw data with a viewto the further expansion and
devel opnent of the system Wile noting that good progress had been nmade on
telematic | DA, inportant aspects of the basic concept were still open for

di scussion and some nenber states were dissatisfied with a centralised nodel.
The trend towards decentralised systens | ed the speaker to believe that the
EC Heal th Monitoring Systemwill also develop in that direction. The speaker
from EU concl uded by stressing that within the Health NMonitoring Programre
great inportance should be given to the issues of data conparability and data
quality. A good telematic infrastructure as well as use of the data wll
help to inprove the quality but the key to success is a vision of what the
system shoul d be used for, then the infrastructure will cone nore or |ess by
itself.

42. The EUPH N East system devel oped by WHO EURO, with financi al

assi stance fromthe European Comm ssion, was also briefly presented. The
systemis ained at maki ng nore use of exi sting data rather than collecting
nore data and is intended to lead to inprovenents in both quality and
conparability. Therefore, the systemis basically being devel oped as a
network of distributed databases which will link national integrated health
dat abases in the 23 countries of the FEuphin-east project, and two countries
inthe EUIDA (HEMS) project. These two projects have a simlar design,
contain simlar data (initially covering nortality and the HFA indicators),
have cross menbership, and aimto interconnect. The systemis currently
running in 6 countries.

43. The di scussant summari sed the session by pointing out that there are
basically two groups of countries: those which have a fairly liberal attitude
to the use of individual data and those who have various degrees of
restrictions in this area. He argued that the inportant issue at the
European | evel today is to nmake use of and to inprove the data avail abl e
rather than to use a lot of resources on decidi ng how best to enter the
future. Fromwhat had been shown and said at the session he drew the
followi ng conclusions : i)Internet technology is the basis for data exchange;
ii) it is necessary to agree on conmon data sets rather than on indicators.
This makes it possible to calculate the indicators needed today as well as
the indicators needed in the future; iii) national databases should formthe
basis for the international exchange of data. To this end, a section of the
nati onal databases shoul d be reserved for mininmuminternational data sets and
indi cators cal culated on the basis of comonly agreed cal culation rules; iv)
the informati on exchanged nust be subject to national as well as EU
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regul ation on confidentiality ; v) the denonstration of the two European
systens for data exchange illustrate that the concept of distributed

dat abases is the solution of the future for European data exchange as it both
serves the needs of the international organisations and the

C Session 3 - (iii) Developrnent and use of health output indicators

Docurent at i on: I nvited papers by Canada (CES AC. 36/ 1998/29), Finland (8),
Net herl ands (9), Norway(10) and WHO (16). Supporting papers by Latvia (30)
and Switzerland (31).

44, M. Erik Nord acted as session organiser, M. A an Lopez as di scussant
and Ms. Ann Lisbet Brathaug as rapporteur

45, The follow ng types of health output indicators and their potentia
were di scussed in the session : i) conposite measures of health status of
norbidity and nortality; ii) observed data summarising norbidity and
nortality; iii) self-reported descriptions of disability or health, through
nul ti di mensi onal profiles conveying information at the individual |evel about
health status; and iv) valuation of disease states, disability or health-
related quality of life, that are a single value reflecting either individua
utility, or social preferences for disease states, disability or health-
related quality of life.

46. A fair anmount of the discussion focussed on the distinction between

val uation and description of health status. There are two mai n ways of
describing individual s’ health in nunerical terns. e is in terns of scores
on a nunber of different dimensions of health, like nmobility, pain, hearing
and seeing. Together such unidinensional scores formmultidinensional health
profiles. The other way used is to assign a score for overall health on a
single scale fromzero to unity. Such a single index score, referred to as a
health status value, can be interpreted as a measure of health rel ated
quality of life.

47. The di scussant stressed the need for conposite nmeasures, such as HALE
(health-adjusted life expectancy), DALE (disability-adjusted life
expectancy), QALYs (quality-adjusted life-years), and DALYs (disability-
adjusted life-years). Summary statistics of a population’s health, based
only on nortality, fail to capture najor non-fatal changes in health status,
bot h across popul ati ons and w thin popul ati ons over tine. The conposite
neasures also facilitate the direct conparison of quantity or tine versus
quality, e.g. “Years of Life Lost” due to nortality (YLL) versus “Years of
Life Lost due to Disability” (YLD). It was underlined that this is
particularly appropriate for chronic conditions such as arthritis that do not
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necessarily contribute to high nortality. It was clear fromthe discussion
that countries are nmoving towards these types of health output indicators,
since they are nore relevant for health policy, for appropriate planning and
deci sion making, in addition to nmore routine nonitoring of the population’'s
health status by traditional measures.

48. The meeting wel coned the initiative fromthe WHO Regi onal Cfice for
Europe on specific indicators to nmonitor the quality of care which reinforces
the inportance of monitoring the outcone of health services in a country.

Li ke quantification of non-fatal health outcomes, the devel opnent of other
indicators to measure the performance of health care services becomnes

paranount as the potential for nortality statistics in Europe progressively
becores | ess capabl e of reflecting differences in performance of health care
servi ces.

49. A ven the increasing use of QALYs and DALYs to neasure health status,
the discussant called attention to the difference between these, noting that
one neasures ‘positive’ health ( QALYs), and the other ‘negative health
(DALYsS). Simlarly, it is inportant to note how each approach, although a
conposite indicator, includes different conponents, nornms and val uations.
Moving from QALYs to DALYs as each is currently calcul ated, represents an
evol ution fromi ndividual perspectives ( QALYs) that are not deliberated on
to a social perspective on valuation of health states ( DALYS).

50. Furthernore, it was underline d that collecting cross-national data that
adequately reflect both the quantity and quality of life and that facilitate
i nternational conparisons for use in health policy, prioritisation, planning

and research, requires that conceptual issues concerning health status are
addressed, utility or preferences defined, methodol ogi cal standards set, and
norns debated and agreed upon. As there for the time being is no agreenent
on a health descriptive systemfor defining health states as well as on what
t echni ques shoul d be used for eliciting valuations, several participants
expressed the need for some international |eadership in the field. The Dutch
participant informed the meeti ng about the BI OVED project which started this
year with partners from seven European countries (see CES/ AC 36/1998/9) and
which will provide useful information on the consistency of health state
valuations in the participating countries by establishing a conparative |ist
of disability weights.

51. The discussant drew attention to the fo Ilowing concerns: i) what is
the best method to describe health states or elicit social valuation of
these; i) howto examine the validity of the conponents that make up
conposite indicators; and iii) howto interpret the results of a conposite

i ndi cator. These concerns are beyond the data quality of morbidity and
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nortality estimates, and need to be carefully reflected upon by anyone using
conposite indicators. Several participants underlined the ethical and noral
i ssues in valuation, and warned agai nst using the conposite indicators
uncritically. It was enphasised that when conparing figures and presenting
them particularly for politicians, one had to be cautious and careful ly
expl ain the underlying differences and constraints.

52. The inherent neri ts and problens of two commonly used techni ques for
eliciting health state val ues, personal trade-off (PTO and tine trade-off
(TTO, were discussed at sone | ength. Concern was expressed whether the
respondents used in the surveys of personal trade-off (PTO and time trade-

off (TTO were the nost appropriate. In valuation exercises should the
respondents be experts or not, should they have personal experience wth
illness or not and what about children in such a systen? Are the results

i nfl uenced by the type of respondents?

53. QG her concerns expressed were rel ated to whether or not DALYs are
meani ngful , taking into consideration the lack of basic statistics in many
countries. |Is it possible to use estinates devel oped by experts, but which

may not reflect values of people in health states? The conclusion fromthis
di scussion was that nore data are actually available in countries than is
commonly thought. In principle, therefore, an inforned estimate is better
than no estinmate, provided than one is very clear about the limtations of
the estimation process.

54. Regardi ng the need for an overall aggregate index of popul ation health
and whet her an international agency should provide | eadership in this area
and pronote an informed consensus buil ding process, the discussant called
attention to the fact that this is already among the priorities of the new

d obal Programon Evidence for Health Policy (WHO. Anong the goals of this
new y established program are encouragi ng debate on ethical considerations
and inplications ; assessing and clarifying the conceptual basis, leading to
a standardi sation of protocols; pronoting common nmethods to describe health
states; devel oping protocols that allow for cross-national conparisons of
health states measures; and inproving understandi ng about, and interpretation
of conposite nmeasures of health state descriptions, as well as of socia

val uati on

D. Session IV - Progress towards inplenentation of ICD 10 and ot her
internationally conparabl e heal th classification systens

Docurentation : Invited papers by Sweden (CES/ AC. 36/1998/13) and United
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Ki ngdom (11 and 17). Supporting papers by Australia (35), Spain (36),
Switzerland (34) and United States (44).
55. Ms. Karen Dunnell acted as session organiser and di scussant , M. Howard

Mel t zer was appoi nted rapporteur.

56. The underlying theme of the discussion of the Internationa

O assification of Diseases (I1CD) was the nmanagenent of change, either from
ICD-8 or ICD9 to ICD10, or froma non-1CDto an |1 CD classification system
or fromthe International dassification of Inpairnents, Dsabilities and
Handi caps (1CDH to I1CDH 2.

57. More specifically, the issue of automati c codi ng was di scussed at sone
length as nore and nore countries are adopting this procedure for coding
death certificates. Unfortunately, the new version of the M CAR software
(devel oped by the National Centre for Health Statistics in United States)
whi ch autonatical ly assigns codes according to I CD-10 has been del ayed and
several countries reported that as a result they had had to postpone

i npl enenting the change to 1CD-10. A though it was appreciated that vast
armount of resources were required to nake the software available in different
| anguages and conpatible with a variety of conputing systens, it was nost
unfortunate that the new software version could not have been prepared and

i ntroduced sinmultaneously with the |1 CD 10.

58. Regardi ng future updates of I CD 10, two key questions di scussed were
when and how to inplenent these updates. The neeting was told by the WHO
representative that a distinction should be nmade between the conti nuous
revision (agreed upon at the Cctober 1997 neeting of Col |l aborating Centres)
and nore fornal updates. The continuous revision should be limted to
correction of errors while nore formal updates and substantial changes should
be introduced only every three years or so to avoid | oss of conparability.

59. Several countries were dissatisfied with the limted training and
support offered by WHO to help countries inplenment the 1CD-10. The

di scussion reveal ed that there was a denand for nore education and trai ni ng
of staff, for training materials, including computer software, in different

| anguage versions as well as for support throughout the updating process. In
particular, it was felt that WHO had to inprove its communi cati on with menber
countries so that countries would be informed about availability of nanual s
and publication schedul es for different |anguage versions as well as where to
address questions for clarification.

60. Regarding the other health-related classifications in the 1CD fanily,
whi ch are useful to the devel opment of coherent health informati on systens at
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the national, regional and international |evels, there was concern that these
were not receiving sufficient attention. It was therefore considered
essential that nore resources be put into the current revision of the | DH
to ensure tinely conpletion. Furthernore, assessnent instruments are in the
process of being devel oped which translate the concepts of the classification
into operational questions and which can be used for various purposes in a
variety of settings. Several participants sawthe |1CDH as the nost
appropriate conceptual franmework to inprove and st andar di se neasur ement of
non-fatal health outcomes across regions and countries.

61. The probl em of coding di screpanci es anong countries was al so di scussed
and it was agreed that coding instructions need to be tailored to reflect who
was using the classification: clinicians or statisticians. Exanpl es shown by
the WHO representative illustrated that countries use ill-defined I CD codes
very often to code cases of Ischemc heart disease. The use of ill-defined
codes within countries al so depended of the version of |CD used with najor
inplications for conparability. Also great variability was denonstrated in
use of ill-defined injury codes |eading to m scoding of cases in accidents,
sui ci de or honicide groups. These factors have great inpact on the
reliability of global public-health assessnents. For sone users, the | CD
seened inbalanced in terns of the level of detail included for particular
areas. Codi ng cause of death was particularly difficult for those aged 70 and
over who nay have had several health probl ens.

62. Concern was expressed that the updating to | CD-10 coul d cause
difficulties in tine series analysis. For exanple, the conparison of data
between different countries at different stages of inplenentation, the knock-
on effects on other classifications in the sane famly, all of which

enphasi ses the need for bridge-codi ng exercises. An exanple shown by WHO
illustrated the dranatic effect the introduction of ICD 10 had had in Japan
on Ishcenic heart disease which showed a two-fold increase.

63. It is necessary to strike a bal ance between rigidity and flexibility
and between harnoni sation and equival ence in inplenenting change. The
solutions put forward for adjusting to change were for nore staff, training
and support and for training to be geared to the type of user and to areas
known to be problematic. Effective communication was al so seen as crucial to
foster cooperation, partnerships and coll aborati on between WHO, Col | abor ati ng
Centres, Regional Ofices, national institutions and expert groups. At the
national |evel, some counties had found it useful to or gani se e-nai

di scussi on groups.

64. The fact that the responsibility for updating I CD had been in on e place
(WHO since 1948 was regarded as positive. Mreover, as explained by the WHO
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representative in the new structure of the organisation, support for |1CD and
| O DH woul d be increased, work on classification systens woul d be nore
coherent and integrated and comuni cati on with menber countries on natters
relating to these intensified. He therefore thought that despi te problens
encountered in adjusting to a new classification, there was good reason to be
optimstic about the future inplenentation of the ICD and rel ated
classifications as critical tools for pronoting health.



