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I nt roducti on

1. At the request of the Menber States of the WHO 1 Eur opean Regi on and
foll owi ng a nunber of discussions during the Regional Committees for Europe
of the Wrld Health O ganization and specific Resolutions (e.g. EUR RC43/R8
and EUR/ Rt43/ Conf. Doc./3), the Regional Ofice has been trying to inprove its
col I aboration and coordination in health informati on and health statistics in
Europe. The aimof this effort has been to reach consensus on broad
principles and specific cooperative and collaborative acti ons between Menber
States and between the |nternational Organi zati ons and the European

Commi ssion (EC) Services active in the field.

1 Throughout this docurment WHO specifically refers to the Regional Ofice for
Europe of the Wrld Health O ganization.
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2. The ultimate goal is to develop a consistent and coherent health
informati on systemin Europe that is based on a collaborative effort that:

- avoids duplicate reporting by Menber States to international agencies and
t he EC

- shares the work between the international agencies and the EC services
involved in collating health informati on from Menber States;

- consolidates and builds on existing international expertise in
col l ection/collation;

- enabl es exchange of the infornation once collated between the various
or gani zat i ons;

- ensures feedback of the results for use by Menber States for Public Health
action.

3. This paper starts by sinply listing sone of the collaborative projects
and work that has been undertaken jointly between WHO and the international
agenci es and the European Conmi ssion over the last five years. It then

di scusses the general issue of problens of uncoordinated reporting to

i nternational agencies, as perceived by WHO Suggestions and options to avoid
such problens and duplication of reporting are presented (partly based on

i nformal nmeetings with CECD and EURCSTAT). The third section lists sone of
the concrete plans for 1998 and 1999 and ends by giving a vision for the
future that we hope will be realized by the start of the 21 ' Century.

Progress to date

A Bi | at er al

4, Up to now, the main bilateral efforts of WHO have been with the CECD
and the EC including nutual menbership and participation in the nain
nmeetings and on the steering groups and task forces of each agency. In

addi ti on, CECD and WHO have infornmal agreenments for mutual exchange of data

of common interest and attenpts are al so bei ng nade to har nmoni ze definitions
of common indicators. |In the case of WHO and the EC, joint efforts have been
structured around a nunber of collaborative projects, for exanple (see al so
final section of this paper - Plans for 1998-1999) the devel oprment of:

(i) A dat abase of internationally used health indicators;

(ii) Conpatible tel ecormuni cation infrastructures for data exchange and
reporting by Menber States;

(iii) Common Instrunments for Health Interview Surveys in Europe;
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(iv) Hghlights on Health for the EU countries and the report on the state
of health in the European Community

(v) WHO have also supported and contributed to the devel opnent of the
Comm ssion’s programre on health nmonitoring (1997/2002).

5. Bilateral efforts, specifically in the area of health information
bet ween WHO and UNI CEF and the Wrld Bank, have been mainly:

- general provision and exchange of data of nutual interest;
- specific data exchange for particul ar projects;

- participation in najor meetings of the individual or gani zat i ons.
B Mul til ateral
6. The major multilateral effort was on the occasion of the joint

EU UNI CEF/ WHO nreeting on “Infornation for Health for Europe” (Copenhagen, 4-8
Cctober 1994). This was the first region-w de neeting of the nain providers
and users of health information fromeach of the 50 Menmber States of Europe
There were two representatives fromeach Menber State and al so fromthe EC
UNI CEF, WB and CECD and the reconmendati ons included the starting of a
process of collaboration between the international agencies.

Reporting of health statistics to international agencies

A The probl em

7. The collection and collation of data for health policy anal ysis and
heal th planning in an international perspective is chronically under-funded
conpared to other social and econom c fields such as education, research and
devel opnent, tourism agriculture, general macroecononi ¢ and financial, and
industry statistics. There is grow ng consensus that this state of affairs is
in sharp contrast to the inportance of health as a field of social policy. It
isironic that in spite of this fact, or because of it, in recent tinmes, the
probl em of duplicate reporting of the sane data to different internationa
organi zati ons has been quite often rai sed on vari ous occasi ons. Lack of

coordi nation between international agencies which are active in health data
col l ection was usually given as the reason for the problemof duplication
Requests to countries fromdifferent international agencies to provide the
same or simlar data, particularly when different agency-specific definitions
for the same data itens are applied, can certainly create problens and put an
unnecessary burden on countries. On the other hand, the degree of such
duplication and its effect on countries is not properly estimated in
quantitative terns.
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Attenpts by the CECD to fornally quantify and identify duplication with WHQ
EURCSTAT and other organi zati ons have yiel ded few exanpl es of genuine double
work, the duplication listed being nainly that at the reporting stage.

8. Neverthel ess, along with any real or potential unnecessary additiona
burden on countries, duplicate reporting can and does result in different
val ues for the same statistics or indicators. This is especially the case if
nore than one infornation source in a country is approached by the various
agenci es requesting their “national” data for international use. Such

di screpanci es can and do cause serious difficulties for users of

i nternational data.

9. Furthernore, the common practice of exchanging unst andar di zed dat a
(e.g. nunber of doctors, hospital beds) with or w thout heavy “ net adat a”
systens for describing national sources and differences in nationa
definitions used, needs now to be repl aced by standardi zed data coll ection
As pioneering attenpts, such exchange served a very useful purpose at the
time. As pointed out by the CECD, even with investnent into descriptive
systens of “footnotes” or “ netadata”, such exchanges are of limted value for
the najority of data users who are typically non-specialists in health
statistics and nore interested in nunbers than footnotes. Problens created by
such use are put at the door of quality and non-conparability of

i nternational data.

10. Potentially, the above two issues can lead to |less or even non-use of
i nternational conparisons. This can only serve to deprive policy nakers and
managers of a very inportant source of conparative infornation that can and
does help countries identify areas for action and |earn fromeach other’s
successes and failures. Therefore, further inprovenment of international data
coll ection, dissen nation and use, nust take place. However, a nunber of
prerequi sites are needed which require joint action both at country and

i nternational |evels.

B. Prerequi sites

11. Prerequisites for inproved data collections for health policy are
common franmeworks and definitions for data collections. This conprises the
sel ection of aspects of health and health care to be covered, a shared view
of what constitutes health and the role of factors influencing it, and
statistical standards for measurenent tools and classifications. Wiile there
i s an energi ng consensus about underlying views on health and the rol e of
health policy (WHO HFA targets, CECD: inplicit nodel of the production of
health), there is | ess common consensus about measurenent tools and still
pressi ng demand for common cl assifications and definitions to be agreed upon
i nternational ly.



CES/ AC. 36/ 1998/ 7
EUR/ | CP/ | NFO 02 0603/ 7
page 5

Exanpl es are:

- Standards for measuring health care resources (human resources, technol ogy)
and their usage by type of resource, target group and purpose of health

pr ogr amme;

- Agreenents on a famly of outcones measures and how best to collect them

- A general framework for reporting on the organization and functioni ng of
health care systens and health care reformas background for data anal ysis.

12. The approach to the devel opment of international standards for
framewor ks and definitions nust be flexible. In Europe nost countries have
invested heavily in data collection systens that are based on nationa
standards al beit in sone cases historical and not conpatible wth other
countries. In these circunmstances, it is unlikely that countries will agree
to any "international” standard that will require najor changes to their
nati onal systens.

13. No international standards, definitions or frameworks shoul d be

devel oped wi thout the ongoing and committed i nput of countries. The way
forward is to have a three-pronged approach, all of which require close

col l aboration and cooperation between the international agencies and
countries. In those cases where all countries have wel | established nationa
systens, and where the infrastructures of the systens are inherently
different (e.g. health care data), there should be “international” conmon
classifications rather than standards. In these cases, the national data are
“transformed” (what is known statistically as post-ante harnonization) by the
countries to conformto the common cl assification. This approach has been
tried and tested and shown to work during the EUW WHO ENSCARE Statistics Pil ot
Proj ect (1992-1994).

14. In those cases where countries are still at an enbryoni c stage at
national level (e.g. in the case of health outcomes and efficacy of
interventions), there is a strong case for a |longer term and sustai ned
approach to develop international standards simlar to the | CD. The approach
adopted by the WHO EURO Quality of Care Programmre has al ready shown the val ue
of involving the European and national nedical associations in the process.
Through consensus conferences to agree on the data itens for reporting and
associ ated definitions, and the collection of data and feedback of
conparative indicators, major steps have been taken to identify differences
in efficacy of medical interventions and health outcones in the areas of

di abetes, obstetrics, nmental health and stroke (this approach will be
presented as part of the session on health outcomnes).

15. In between these two extrenmes is the exanple of the area of health

i nterview surveys, where sone countries carry these out but nost don't. Even
the majority of countries that carry out such surveys tend to do themevery 3
to 5 years and therefore, are nore flexible to considering changes to their
“establ i shed” questionnaires. The WHO | ed Health Intervi ew Survey Project
(BURCH S) started jointly with Statistics Netherlands in 1987, and now funded
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by the EC BIQVED2 programme for the next 3 years, provides an approach that
enabl es countries to gradually nove to an “international standard” franmework
for national reporting.

C. Options for routine collection of international data

16. There are likely to be a range of options but froma conceptual point
of viewthe two solutions at the opposite ends of the range are:

The first extreme option

17. For each specific group or set of health statistics (e.g. finance,
heal t h status, denography, health services) only one particular internationa
agency collects data fromcountries, cleans and har moni zes it and then shares
it with all the other agencies and users who may need it.

18. Advant ages of the first option

(i) The data is standardized and usually of a high quality due to the
speci fic expertise and experience of the responsible agency and its
direct contacts with the appropriate data providers in the countri es.

(ii) Data are reported only once to a particular agency (or group of themif
joint questionnaire is used), i.e. no duplication or extra burden

19. Di sadvant ages of the first option

(i) Gven the relatively |arge nunber of agencies active in health in
Europe, it is inevitable that there are differences in their needs for
health data. Furthernore, there is rapidly changi ng demand on each
agency for various and new types of health data. This diversity al so
nmeans differences in requirenents for the related collection nethods
and use. Under these circunstances it nay be unrealistic to reach
agreenment on a strict division of health data collection anongst all
active agencies. On the other hand, sone kind of “natural” division of
| abour between major international agencies is already in place due to
their specialization e.g. CECDis the key player in the field of health
expenditure, WHOis the main source of detailed nortality data and FAO
is the only source of conparabl e food production/consunption data.
Further specification of this division and perhaps sone nore detailed
and cl ear agreenent between these agencies to share data rmay be
hel pful . Perhaps the nmain directions for better work and data sharing
could be formul ated and agreed.

(ii) Receipt of data via secondary sources (e.g. through a “coll ector-
agency”) usual ly causes significant del ays which cannot al ways be
accepted by the end-users.
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(iii) D fferent agencies/users may need the sanme data in different formats
and di saggregation. It nmeans that the “col |l ecti on agency” has to
collect data in a nost disaggregated form which can then be aggregated
according to the needs of other agencies and the end user. This
requires appropriate permanent staff and resources which can be
difficult for the respective “collector” agencies to justify since
these extra requirements are not prinarily for their own needs, and
given that the health information sections of international agencies
and EURCSTAT are chronically underfunded conpared to other sectors.

The second extreme option

20. I nternati onal agencies continue to collect any data they nay need
directly fromcountries but countries have established a single depository of
internationally (and nationally) collected and used health related data —
national integrated health database (see paper 2). Data fromthese databases
coul d be downl oaded by any agenci es or users thensel ves via tel ecomruni cation
net wor ks wi t hout any additional burden on the country. Countries should only
ensure the regul ar mai ntenance and updating of their national databases.

This is the approach tested by the EUW WHO ENSCARE Statistics Pilot in 1992-
1994 and currently being inplenented by the EU-1 DA (H EM5) and EUPH N

proj ects.

21. Advant ages of the second option

(i) Significantly inproved access to and use of health data both
internationally and nationally.

(ii) Time lag between the rel ease of data in countries and access to these
data by any user is reduced to the m ni num

(iii) No duplication in reporting and there is only a single national source
of data, i.e. no different values for the same data.

22. Di sadvant ages of the second option

(i) Al countries should establish and maintain national health databases
or integrate physically or virtually existing ones. This will require
some adm ni strative decisions, effort and resources.

(ii) National health databases should be conpatible in ternms of content (at
| east a common standard set of data itens which presently are reported
to various international agencies) and the way of access to themto
nmake aut onatic downl oadi ng of data possible. This requires a much
better cooperation of the different sectors in the countries (present
conpartnental i zati on of data) and certain international coordination to
ensure at least ninimal |evel of conpatibility of databases and access
to them between countri es.
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The way forward

23. It is very likely that inreality the way forward is in between those
two extremes, perhaps closer to the side of an “International Virtual

dat abase”. In any case, inprovenent in availability, quality and use of
health data at international |evel can happen only if the sane inprovenents
take place at country level. National databases providing significantly
better access to the data is an essential pre-condition to the progress at
country and international |evel

24. The main directions of work to ensure progress in better coordination
and use of international health statistics, are perhaps the follow ng:

(i) mappi ng of duplications in health statistics collected by different
i nternational agencies and agreenent on common definitions, at |east
for key health indicators (international agencies with the hel p of
nati onal data providers);

(ii) international agencies should be encouraged to use, as nuch as
possi bl e, data already collected by other specialized agenci es;

(iii) establishment of a common international list of basic health
statistics, integrating the presently collected and/or used indicators,
by different international agencies, would be an indispensable tool for
facilitating the inplementation of the above two points;

(iv) establishment and continuous mai ntenance of national integrated health
statistical databases in each country as an essential step towards the
i nprovenent of access to and use of health data and their quality and
conparability, both nationally and internationally. These databases
shoul d be easily accessible by international and national users, both
for the professionals and the general public.

Pl ans for 1998 - 1999

A The process for international agreenent

25. The regul ar statutory joint ECE WHO nmeeting in Rone, Italy (14-

16 Cctober 1998) provi des anot her opportunity to continue the above process.
The WB, UNI CEF, UNFPA, CECD, the Council of Europe and the EC services have
been approached regarding their own participation in the process and the
neeting, and al so support for the participation of the countries of eastern
Europe. The response has been extremely positive in both respects and

i nformal pre-neetings have been hel d between CECD, EURCSTAT and WHO and VB
UNI CEF, and WHO prior to the pan-European neeti ng.
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B. The technical instruments for coll aboration

26. In parallel, and in cooperation with the EC, an International

Compendi um of Health Indicators (I CH) used by international agencies and the
EC i s being devel oped. The ICH conpendiumis a structured database of
internationally used health statistics and indicators containing for each

i ndi cator:

(i) The title (where the title used by international agencies and the EC
differs, a generic title is used).

(ii) The definitions used (where these differ, the actual definitions used
by the respective internati onal agencies and the EC are recorded).

(iii) The specific identification code (if any) used by each agency.

(iv) The prime or basic source of the data used to cal cul ate each indicator
(this could be either reporting by Menber States or a secondary
international source, e.g. UN Statistical Ofice, UNESCO FAQ etc).

The ICH conpendium is being developed both as a hard copy and as an
interactive conputerised database with a search facility. This conmpendiumis
i ntended to assist:

(i) Menmber States in consistent reporting to different international
agencies and the EC by identifying the differences in definitions
(where they exist).

(ii) The process of harnonising the definitions for conmon indicators
currently used by international agencies and the EC

(iii) Reaching agreenent on common sources for the data and nutual
i nterchange of the data anmongst international agencies and the EC

(iv) Users of international databases and statistics in identifying
international sources for particular indicators.

27. The first version (draft) of the ICH conpendiumis based on health

i ndi cators used by WHO, CECD and EURCSTAT 2. The CECD specially provided an
advance copy of its “ metadata” to enable this first version to be conpil ed.
It has already proved useful to the new Menber States of CECD, such as

Pol and, Hungary and the Czech Republic, to enable themto identify the
differences in definitions used by CECD and WHO This identification has
sinplified their task of nore accurate reporting to both agenci es.

2 EURCSTAT indicators are as per those provided to the “Wrking Party on
Community Health Data and Indicators”, Mnistry of Health, Denmark, Cctober
1994.
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28. The I CH conpendi um (version 1) will be avail able as a conference room
docunent and will be further developed in cooperation and collaboration with
other international agencies to include their health-related indicators. It

will also be further devel oped to include the prime/basic source of the data
used to calculate all indicators.

C. The infrastructure of coll aboration

29. Bot h the EC and WHQ EURO are devel opi ng nutual |y conpati bl e

t el ecomuni cati on networks for the exchange and reporting of health data and
indicators. The ECis developing their Health Mnitoring network (H EMB) as
part of the EC Interchange of Data between Adm nistrations (I1DA) programre.
VWHO EURO i s devel opi ng a European Public Health Information Network for
Eastern Europe (EUPH N-EAST), with the support of the EC s | NCO COPERN CUS
programme and the EC s Health Tel enatics programre. The devel opment of both
t he above networks is being coordinated through joint menberships of the
proj ect devel opment team and are both based on the joint WHQ EC ENS CARE
Statistics project (1992-1994). Both networks have as their stated aimto

i nterconnect so that there is one European Public Health Information Network
(EUPH N which can be accessed by all Menber States and used by all
international agencies in the field of health. This is the vision for the 21
Century that can be realized if we all invest and work for it.
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