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A meeting of the Planning Group on Informatien Systems for the Research Promotion and
Development Programme was held in Copenhagen on 30 June - 1 July 1$77. The list of background
documents, the 1ist of participants and the agende are given in Annexes IV, V and VI respectively.

The recommendations by the Executive Board and the World Hesmlth Aszembly for an increased
involvement of the regional offices in the development and coordination of bilomedieal and health
services research led to the establishment of the European Advisory Committee for Medical Regearsh.
(EACMR). '"he first meeting of this Jommittee was held in Copenhagen on 21-22 February 1977.
During that meeting, the EACMR recommended, inter alia, the setting up of a Planning Group on
Information Systems whici would meet before Octobar 1977 and report to the next EACMR meeting, due
to be held on 25-26 Optober 1977.

The meeting of the Flanning Group on Information Systems was opened by the Regional Director,
Dr Lec A. Kaprio, who, underlining the purpose of the meeting and its task to advize the EACMR,
emphasized that the scope of the information system for research promotion and development in the
WHC Eureopean Region should not be overextended, and he also stressed the importance of relying as
much as possible on the national information systems of the Member States of the Reglon,

Summary of the diseussions

The participants vecognized that the Regional Office's information gystem on health rezearch
would contribute to better cooperatiom in the field of medical research in the European Region,
For instance, it would help to aveld unnecessary overlapping, thus resulting in a saving of funds
and manpower. It would alse be of great value in the eveluation of diagnostic methods by helping
toe 1dentify those that were the most costly and, possibly, those that were least effective az well,.

An earlier WHO pilot attempt in thiz field some ten years previcusly in a few selected
countries (WHOBRIS) had been halted because the requents for infermation sent to leading research
institutes had either not been answered, or, When answers were received, they sometimes gave a
false idea of the real situation. A renewed attempt in that direction would be unrealistic.
While numerous information szystems on basic medlcal research already exlsted, the situation was
far from satisfactory with regard to health services research, The partielpants sgreed theat thoe
collection of informaticn should be 1imited to the priorities gselected by the EACMR and to the
Regicnal Office for Eurape's major programmes, emphasis being placed on hemlth services research,
but controlled medical trimls, including fleld trials and trials of diagnostic measures, would be
incerporated,
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It was stresgsed that the health research Information system would net replace apy existing
system but could act as a clearing-house, providing information for those whe reguired it.

The maln users of the healih research information system would be, &t the government lavel,
(a) those involved in funding, (b) those concerned with the coordipation of ongolng research,
() health administrators, {d} persons invelved in health services ressarch.

In the development of the system, different situations would have to be taken lnte account,
such as the difference in information needs of countries using Medline/Mediars services and of
those not using those services, together with the potential difference in the spectrum of infor-
mation from the twe above-mentliconed types of countries which would be covered by the Regional
Office, The different structures for the development of research in the various Member States and
their implications for the Iinformaticn system would also nheve to be taken Into consideration.

Two broad types of information were needed: (a) information which would enable an inventory
to be compiled of institutions' research capacities, manpower, funding, e%e., and (b) a descrip-
tion of the national medical research structure to be formulated, together with infeormation on
problems, programmes and projects. The Information system should concentrate on plenned and
cngoing reseprch rather than on results of completed research, as the latter were reported more or
less satisfactorlly in bhiomedical literature documentation systems. At the regionel level, the
health resesrch information syssem would heve two dimensicns: (a) & country profile approach, and
(b} a subljeet appreach, e.g. health eeconemies.

The work relating to medical research carried out so far by the Regicnal Qffice's Health
Information Unit was desoribed {see Annex I). WHO Headquarters' role was discussed and 1t was
feit advisable for the Reglional Office to obtain existing dete on informeticn systems and special-
purpose information systems which might be of value in the field of medical research. The purpose
af future activities was to ascertaln, a3 a filrst step, the mechanisms involved in health research
in cach country.

A 1ist of infermation which the group suggested might be gathered by the Regional Office i=
given 1in Anvex XTI, A gample list of areas of study for a gountry review of medical reseerch
organization was distributed to particlpants (see Anmex III).

It was considered advisable to develop contacts with seientifie bodies from which up-to-date
information on people involved in heslth research would be saslly obtainable, In certain countries,
2.g, France and the Federal Republic of Germeny, ithere was no single health research information
system a8 such, but information relating te different fields could be gathered from several hodles.
For example, an information system on health econemics had been developed in Frence, and cancer
research information systems existed in the Scandinavian eountries. The closest possible contact
" with the institutione concerned should be established.

The pregent resrsarch struecture in Poland was deseribed as an exemple of e system, based on a
Flve~year planning cycle, with eentralized information and funding responsibilities and decentra-
1ized Implementation at different levels. In most countrles of the European Reglon it was common
for information to be collected Trom several sources in sach country; such a situation again
uniderlined the need, already indicated by the EACMR, for the existense in each country of a focal
soordinating polnt (person or institution} which would also act as the official contact {counter-
part) of the Regicnal Office at the naticnal level. The participants agreed that the esteblish-
ment of asuch {ocal coordinating pelnts wag desirable,

In connexion with the need not to overextend the area covered by the health research infor-
matien system, It was agreed that in each research ares the coptent of the technical informatlon
required would have to be further specifiled by the appropriate planning group ascordling to the
general guidelines laid down by the Planning Group on Information 3ystems. At a later stage, the
latter group would meet to evaluate the progressz of work and to advise on further steps or modi-
ficationz, Thet would ensure that the health reszearch information system would be concentrated on
the prierity areas defined by the EACMR and con the Regilonal Office's mejor programmes.

The ultimate aim of the information system was to achleve more concerted actlon in the fleld
ef health research in the WHD European Region, The usefulness of existing and potential resesrch
actlvities for the other reglons, e.g, in the fleld of tropleal diseases, would be an additicnal
outeaome .
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There was & consensus among the particlipants regarding the usefulness of the closest possible
cooperation between the Regiopal Office and the different types of health information system {or
their equivalent) existing in the various countrlea or areas of the Europesn Region. The Regiona},
Offiee’s Information system would play a catalytic role and would promote cocperation and coordina-
tlon, e.g. in research organized by different organizations, in the development of national infor-
matlon systems, in the improvement of quality contrel, ete,

Cooperation with and the use of mational or Interrational research information syatems and
more closely defined relations with Interpational scientific assoclations and national and inter-
national research couneils and Institutions were recommended. The develepment of the health
rezearch information system, which had to rely on voluntary contributiens, would of course depend
on the furds eventually allotted. It was suggested that researeh instltutes would provide infor-
mation at their own cost; they would naturally wish to benefit from feedback and might be pre-
pared to pay for such a service,

The problem of the languages to be used in the information system was discussed., Tt Was
agreed that, for finenelal and technical reasons, countries could supply infermation in ome of the
four working languages (Engiish, French, German and Russian) and that the Reglonal Office would
net provide a translation zervice but would deliver the infermation in its original versien. It
wes suggested that, for reascns of @ccuracy, the officlal titles of projects might alsc be
recorded In the original language as well as being provided in ene of the working languages,

It was agreed that the present report would be sent in draft form to each participant for
comments and would be submitted to the EACMR at its next meeting in Ostober 1977.

1% was expected that infermation would be obtained in the meantime from Headquarters both on
methods and procedures existing In researeh information and doeunenptation systems, and information
on the speclal-purpese informetion subsystems relating to medlcal researeh.

Conclusion

The Planning Group wished to have the agreement and support of the BEACMR on:

{1) the pringiple of the coverage by the information system of the five priorities selected by
the EACMR and the Regional Office in relation %o its major progranmes;

(2) the emphasiz on health services research;

{3} the list of propesed basic information to be collected by its Regional Office for Europe
(Annex II);

(4) the suggested areas of study for a sountry review {Amnex III);
(5) the lznguage policy as deseribed in the apove summary of discussions;

(6) the recommendation that the most direct contacts possible be established with nationa)
institutions, assoeciatlions and councils,

Annexes

Anrcx I Informatiern sources in the WHO Reglonal Office for Europe relevant to health research

Annex II List of proposed basic information te b collected by the WHO Reglonal Office for
Eurepe

Annex III Suggested ecountry review of the organjgzation of medical researeh

Annex IV List of background documents

Armex ¥V Agenda

Annex VI List of participants
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ANNEX T

INFORMATION SOURCES IN THE WHO REGIONAL
OFFICE FOR EUROPE RELEVANT TO HEALTH RESEARCH

The Health Information Unit of the WHO Reglormal Office for Eurcope collects the following
information which may assiszt in the further dovelopment and promotion of a health service research
information subsystem. These activities started ag part of these related to th. general infor-
mation service of the Office.

- 3inece 1974, the unit has kept 2 manual list of experts in the Furopean Region on
advisory panels. Names are also entered on the computer and ecan be retrieved by
eountry and/or advisory panel.

- Jinee 1974 the upit has kept & list of WHO eollaboreting centres in the Region,

- Since 1974 the unit has kept a list of resesrch agreementz with Instlitutions in the
European Reglon.

- S8ince 1976 the unit has kept a 1ist of centres and Institutions which are collaborat-
ing with or may be invelved in the programme of the Regional Office.

- Since 1977 the Regional Offlce has been registering all bilateral or multilateral
agreements between European countries in the health field which come to 1ts attenticn.

- In resent years, the Health ITnformation Unit has stored information recelved con-
cerning bibliographies of research projects, workers or institutions.

I+ alse stores information 1t receives on auntomated medical and environmental
literature retrieval systems and scrvices,

- In 197% the Office started to develop s short research prefile for Member States of
the European Region based on literature passing through the Health Information Unit.
This profile contains information on research ecordination and funding mechanisms,
priority areas and criteria for selecting projects, list of sources on research
protects, institutions and workers, eto.
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ANNEX 1T
LIST OF PROPOSED BASIC INFORMATION
T0 BE COLLECTEDR BY THY WHO REGIONAL OFFICE FOR EUROPE
Country summaries of systems for the organization and adminisztration of health services
and health researsh
File (possibly maintained on computer) of centrally-funded health service research projects
in the prierity fields indicated by the Regional Committee and the Buropean Advisory Com-

mittee for Medical Research

Annotated list of sources of information (natienal, multimatiopal and internaticnal) on
projeets, inatitutions, workers and priority problems in the field of health research

List of data communication networks that contain Iinformation on health research (possibly
as = sublist of item 3.)

List of malor institutez and services involved in research in zelected fields and which
may be used as natjonal or multinational focal peoints for infoermation in these fields

List of bilateral or multilateral health services reseapch agreements
List of training institutlions and facilitles for medical research careers

Exchange of information en planmed and ongeing randomized econtrol trials in the health
field, including the evaluation of diagnostic procedures

Development of interregional exchange of information on health serviees research
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ANNEX IIT

SUGGESTED COUNTRY REVIEW OF THE
ORGANTZATION OF MEDICAL RESEARCH

1. Maoin chavrasteristies and general rescarch policy and objectives

General features, overall ceordination, research plans {period covered, relation to
general plaps, purpose of plans), priorities, policy, legel basis

2. Organizational structure

Maln research administrative mechanism in relation to health services (organizational chart),
level of responsibllity and decision; 1ist of maln resesrch bodies by type

3. Mupding beodies and mechanizms

Methed and mechanism for Tunding, main funding agencles and area of researcli; research
budget (nublic, private); alloecation of research grant, research staff, fellowship,
contract, eteo.

M. Lstabllshment of priorities and selection of projects

Criteria and mechaniszm for establishing priorities; procedures for seleeoting applications

5. Research gareer and training

Curriculum and regearch pesitions in medieal and other faculties

6. International cooperation

Participation in major international research programmes {e.g. CREST); mator bilateral or
multileteral health research agreements

7. Sources of informetion

Geperal, directories of research Institutions, directories of research workers, recearch
project liat
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ANNEX IV

LIST OF BACKGROUND DOCUMENTS

A30/A/38/11 Development and ceoordination of biomedical research, World Health
A30/8/8R/12 Assembly, Provisional Summary Record, Committee A, 1977
AZ0/L/8R/13

ISD/76/13 Towards a new WHO information system, by Dr $.H. Mandil, Programme

Manager, ISP, Joint IFIP/WHO Working Group on Health Dats Baenks, Prague,
23-27 August 1976

EURO 4914 Health information systems, report on & Conferences, Copenhager,
18-22 June 1973

EURQ 4916 WHO informatien services In Europe, Report on & Working Group, Copenhagen,
17-19 June 1974 (restricted)

EUR/RC27/Tech. Information systems In the health services, document for twenty-seventh
Dise./1 session of the Reglonal Committee for Europe, Munich, 1977 (restristed)
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AGENDA

1. Cpening

2 Needs for information on medical research in Europe

(=) Main uses and users

(bt} Type of information required, e.g. on research projects, on Institute/worker, on
research management and planning (national priorities, funding mechanisms and
bodles, etc.)

3.  Scope and purpose of the medfecal research information system of the WHO Reglonal Office
for Furope
(2) Value and limitations of existing information aystems
{b) Role of the Regional Office's medical research information system

k., Coordinatien ard integration with existing programmes
(a) The WHO informatlon system programme

{(v) Relatlonship with other WHO medieal researeh informatien systems (Headquarters and
other regions)

(o) Coordination with other internatjoral research informetion systems
(1} Medtieal research information systems
(11) Geperal information systems on research

(d) Coordlnatlon with rational medical resonrch information systems

5. YProcedures apd resources required:
(a) for data collection and interpretation
(t) for data storage
(¢) for data retrieval, dissemination and feedback

6. Timetable {main milestones)

7. Conalusions




LIST OF PARTICIPANTS

TEMPORARY ADVISERS

Frofessor 5. Bergstrdm
Karoiinska Institute
10401 Stookholm

Sweden

3ir Douglas Black*

Department of Health and Social Security
Alexander Pleming House

Elephant and Castle

London SE1 6BY

United Kingdom

Professor C. Burg

Director-leneral

Nationzl Institute of Health and Medical Research (INSERM)
101, rue de Tolbiac

75645 Papig, Cedex 13

France

Frofessor J. Kostrzewski

Chief, Department of Epidemiclogy
State Institute of Hygiene

ul. Choeimsks 24

DO-T91 Warsaw

Poland

Dr H. Btein

Ministerialrat

Federal Ministry for Youth, Family Affairs and Health
Deutschherrenstrasse 37

5300 Bonn-Bad Gedesberg

Federal Republic of Germany

WORLD HEALTH QRGANIZATION

Repional Office for Europe

Dr ®.A. Bauhofer
Director of Health Services

Dr B.Z2. Nizetic
Regional Officer, Cooperative Programmes for Development

Dr A, Weber
Reglonal Officer for Health Informaticon

Headquarters

M W. Trebel Jahr
Information 3ystems Programme

* Upable to attend
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ANNEX VI




