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A Joint IFIP2/WHD Working Group on Health Data Banks met in Prague from 23 to 27 Aupust 1976
under the auspices of the WHO Repgiemal Office for Eurepe.

The Working Group was a multidisciplinary one drawn from physicians, public health doctors,
medical research workers and teachers, computer ccientists and administrators., Tt aroge out of
one of the rEcummengations of the Furopean Conference on Health Information Systems held in
Copenhagen in 1973.7 Tts objectives included discussing snd making recommendatdons on:

(a) the planning and development of health data banks as s necessary part of a health infor-
mation system;

{b} the linkage of information from variocus health programmes;

{c} the relationship between usera and providers of information;

(d) the means of identifying the needs of usexrs;

{e)} the problems of privacy.

The method of working ineluded discussion of papers on the design, implementation and use of
data banks and reviews of many types of existing and projected data banks. Communication with

usere formed an important topic as did the problems of seecurdty and confidentiality. Short dis-
cussions on technlques fer input and the technical operation of data banks alse took place.

Conclugions and recommendations

1. The general objectives of health data banks should be consistent with the overall objectives
of the health services.

Te achleve this it 1s wise to consider the application of criteris that data should be parsi-

monlous, prohlem-oriented, and (when they relate to individuals) person~specific and population-
hased.

2. In considering the design and implementatiom of health data banks the specific objectives
mugt firat be delineated and the possibility of more general applications considered zhould the
eccasion arise. These objectives will necessarily be considerably affected by the type of organ-
ization of the health service in the country concerned. Cloase attention should he paid to the
need for realism and cost/effectiveness.

3. The Working Croup emphasized that a "data bank” is part of an "informatdon system”. In an
attempt to define a data bank the Working Group arrived at a measure of consensus that Lt is an
integrated collection of data which is interrelated in a meaningful way, can bhe accesaed iy
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difterent logical orders by several independent ugers and for different applications and has each
duta itew lopically stored only once. Wherever pogsible the construction of data banka should
Like Into ageounl the uee of existing files, procedures and organizations as this will reduce the
real cost of data collection.

4, In designing health information systemsg ir is necessary o take into account rvecent rechnical
developments and to consider the cost/effectiveness of the systemn's prchitecturas in relatlon ro
available resources and the objectives of the project,

5. CGreat care has to be taken to see that the accuracy, reliabllity and valldity of the data 1z
understood in the context of the questions asked, particularly when the information is belag used
for multiple purposes, It ghould be remembered that it may be both easier and much cheaper to ype
datna already stored than te collect dats for a gpecific study, sometimes ab initio.

6. Health data bauks which contain data relating to persons should, if possible, be related to
the total population of the region or country or to other well-defined population groups under
teview ln order to provide denominator data. Population-oriented health data are needed at the
regtonal and pationnl levels of administration im order to give guidelines for the allocation of
resources and in the planning of healch systems. These date are of great {mportance for epidem-
iolopleal studies.

1. Many other types of data banks relate, for example, cto druge or the environment, which may not
depend on person- or pepulation-based information. The data of other, equally relevant, data
binkz velating to the soclal or economlc status of persons shpuld be compatible with health data
banks,

3. The Working Group consldered data protection, e.g., confidentiality, security and privacy on
several occasions throughout its deliberations. It congidered that dats accumulated in data banks
are often more protected sgainst misuse than data filed in a traditional way. All the members
wer s concerned to ensure that the restrictions placed on the use of computerized data banks should
not unduly restrict the use of patient data for parient care and research PUTPOBES ,

The situation existing in different countries prevents the formulation of detailed recommenda—
tions.  The Working Group nevertheless recommends that when legizlative authorities are drafting
privacy lawa thuey take into account the neede of patient care and medical research, realizing that
For this purpose the use of personal information shout the patient, including personal identifica-
Pion, is olften necessary.

Lt was the view of the Group that health data banks ghould remain as gaparate entities, {.e.,
poersoen-related information should not be transferred to other non-health data banks.

9. It wap recognized that, whereas In several countries rhere are hospltal dnpaticnt infeormation
systems operational, the same cannot be sald of information gyztems covering either outpatient
departnents or genecal practice. The Croup recommended that every encouragement should be gilven
toothe collection of data on ambulatory care. For example, data should be collected onm primary

vare {n order to provide information whieh would be of value in policy making, rescarch, management
and education.

10, Although there has been a tendency to try to distinguish different types of health data banks,
it was appreciated that these distinctions are very difficult to draw e¢lesarly and indeed that there
should be encouragement given towards the linking of health data banks for which data should be
compatible. lo order to obtain more efficient health care and health information systems the same
dativ van often be collected by clinicisns and used by them as well zs by other health professicmals.

Tt Is recommended that, wheraver it 1s feasible, data should be collected once and used for as
many relevant purposes as possible. The compatibility and linkage of primary care registrations;
hospital duatui preventive, soclal and health-environmental information systems; and health care
delivery systems Is recommended.

11. There was general agreement that when data 1s transmitted from peripheral to more ceptral
data banks it should he in a non-aggrepared form, as this allows for greater flexibility in proge
ramming, processing and analysils.

1. There was considerahle discussion on the meaning of terms such as data bank, information
system, dita base, flles, because there i1z no standardired terminclogy aveilable.  Such stand=-
ardization is desirable and the Working Group therefore recommends that:




ICE/DHS Q02(S)
paga 3

(a) in discussions on the genmeral topic of healrth information sysrems elear definitions,
together with descriptions and ecriteria of the terms used, should always be given;

(b) WHO/EFIP and other organizations should consider in more detail whether a standard

tarminology is posslble, taking into account the views of health personnel, management staff
and computer specialists.

13. The Group also felt that standardization of definitions, classifications and possibly coding
of data used in health information systems should ar least be attempted within each Member State,
and the Group recommended that WHO should direct its standardization efforts in thiz direectiom.

L4, General infarmation and elementary training on significant aspects of information science
should be included in the curricula of undergraduate training in health matters with the ohjective

of providing education on the itportsnce, uses and impact of these topics in relation to the
verious flelds of health.

Fostgraduate training ghould be given to ensure that there is appropriate cross fertilizarion

between the different professieong involved in health information gystems, both asz users and pro-
viders.

15. The Group appreciated WHO's efforts towards meking the 9th Revision of rhe Internarional
Classification of Diseases more applicable to general practice and primary care, but felt that
further attention to this problem would be necesgary in the future, Tt also recognized that no
adequate problem-priented classificiations exist in several fields, and recommended that WHO

should take steps towards the further development of such clasgifications, taking into account
known experience,

16. The Group conaidered bow WHO, its Member States and IFIP could assist in disseninating infor-
mation on the experience of different countries in the design, implementation and use of health
data banksg, It is recemmended that the exchange of such ipformation should be encouraged by all

means possible, e.g., through publications, meetings, conferences, felleowships and professional
socleties.




