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Note

This report has been prepared by the Regional Office for Europe of the
World Health Organization for governments of Member States in the Region
and for those who participated in the Conference on Care of the Mentally
Retarded in the Community. A limited number of copies are available to per-
sons officially or professionally concemed in this field of study from the WHO
Regional Office for Europe, Scherfigsvej 8, 2100 Copenhagen ¢, Denmark.

The views expressed are those of the participants in the Conference and
do not necessarily represent the decisions or the stated policy of the World
Health Organization.

The designations employed and the presentation of the material in this
report do not imply the expression of any opinion whatsoever on the part of
the Secretariat of the World Health Organization concerning the legal status
of any country, territory, city or area or of its authorities, or conceming the
delimitation of its frontiers or boundardes. Where the designation “country
or area” appears in the heading of tables, it covers countries, territories,
cities or areas.

This report is also issued in French and Russian.
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1. INTRODUCTION

A Conference on the Care of the Mentally Retarded in the Community,
organized by the Regional Office for Europe of the World Health Organ-
ization, was held in Santiago de Compostela from 25 to 29 June 1974 at the
invitation, and with the valuable assistance, of the Spanish Government and
the provincial Diputacion of La Corufia. It brought together 30 partici-
pants and observers from 19 countries, together with representatives of
3 organizations. The list of participants is given in Annex IX.

The inaupgural ceremony took place in the Town Hall of Santiago de
Compostela. Mr A. Porto, Chairman of the Dipufacign, Mr A. Castro, Mayor
of Santiago de Compostela and Dr F.A. Serigo, Secretary-General of the
National Patronato for Psychiatric Care, in turn welcomed the participants.
Replying on behalf of Dr Leo A. Kaprio, Director, WHO Regional Office
for Europe, Dr A.R. May, Regional Officer for Mental Health, thanked the
Spanish authorities for their hospitality, stressing that the subject to be
discussed was of interest to all governments in the European Region, to the
medical profession and to other professional and nonprofessional organ.
izations in present-day society. The problems arising from mental retar-
dation were not limited to those concemning the provision of hospital care;
they stemmed from a whole variety of causes. For that reason the situation
could be improved only by the coordinated efforts of the social and edu-
cation services, and by tolerance and understanding on the part of families
and of the public as a whole,

Dr R Mavarro of the National Patronate for Pgychiatric Care was ap-
pointed Chairman of the Conference, while Dr May acted as Secretary and
Dr F. Vieillard carried out the duties of Rapporteur. The Regional Office
was assisted by six temporary advisers who submitted working papers during
the plenary sessions, These documents are contained in the respective An-
nexes. Part of the meeting was taken up with group discussions, the salient
points of which were presented in plenary sestion by the group rapporteurs.

2_SCOPE AND PURPQSES OF THE CONFERENCE:
BACKGROUND INFORMATION

In convening this Conference, the Regional Office was aiming to give the
participants an opportunity to review the extent, nature and organization of
education, health, social and voluntary services for the mentally retarded
and to consider the advantages and disadvantages of different patterns of
care. Under their terms of reference, participants were asked:




(1) to define the nature and extent of the problems that faced profes-
sional groups and bodies attempting {o create an optimal climate for the de-
velopment of the residual abilities and knowledpe of the mentally retarded
in order to allow them to lead as normal 2 social life as possible within the
community;

{2) to decide what material and manpower resources were required by the
different methods whereby rehabilitation could be gradually achieved and,
consequently, social independence progressively encouraged and maintained;

(3) to consider possible organizational structures whereby all com-
munity services could be deployed and coordinated in the most efficient
manner, local circumstances being taken into account.

The participants had the great advantage of being able to base their
deliberations on specific data. In fact, the Conference formed part of the
Regional Office’s long-term programme in mental health and was a sequel
to a working group held in Barcelona from 7 to 10 March 1972 on the
initiative of the Regional Office. As a result of thé work of that group,
2 detailed enquiry had been conducted with the aid of questionnaires sent
to eight European countries that had been chosen as pilot areas.

The enquiry covered the following points: the definition and classifi-
cation of the degrees of mental retardation; the relevant legislation and regu-
lations; the registering of the cases; the prevention, early diagnosis and treat-
ment of menial retardation; schooling amangements; the case-finding of
mental retardation in adults and the aged; any national insurance provisions in
favour of the mentally retarded and their families; the estimation of the na-
tional incidence and prevalence of mental retardation, by age and by degree
of retardation, together with the results of 10-year studies on this incidence
and prevalence at the national or regional level; the description of operational
research work on mental retardation which had also been undertaken for the
last 10 years; the list of national bodies responsible for the diagnosis, treat-
ment, care, rehabilitation, and education of the mentally retarded, whether or
not suffering from other handicaps; the arrangements for coordination; the
description of the different information systems used; an indication of the
authorities responsible for laying down the professional standards for the
personnel called upon to look after the mentally retarded, and for training
them; the financing of this work.

The replies obtained by research workers, administrators and other spe-
cialists associated with the various aspects of community services for the men-
tally retarded were then analysed and tabulated. The results of this study?

i Mimeographed copics (English only) of this study, “Services for the mentally re-
tarded in eight European countries™, by Miss E.M. Brooke, are available to those interested
on wiitten request to the WHO Regional Office for Burope (Ref. ICP/MNH 029 1 (1)).
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were presented at the Conference by Miss E.M. Brooke, Chief, Department
of Medical Information and Statistics, Institute of Social and Preventive
Medicine, Lausanne. Her statement was illustrated by descriptions of ty-
pical systems of care in five countries: France (Dr F. Vieillard), Spain
(Dr R. Navarro), Sweden (Dr K.R. Grunewald), the USSR (Profassor . N.Isaev),
and the United Kingdom (Dr T.L. Pilkington).

The discussions which followed these presentations were organized
around a number of themes and are summarized in the following pages.

3. ASSESSMENT OF THE NATURE AND EXTENT OF
THE PROBLEM

3.1 Definitions

It was recognized at the outset that agreement needed to be reached
on definitions In order to avoid any misunderstandings and to facilitate
communication. In this connexion, Dr May considered that it would be
necessary to keep to the term “the mentally retarded” as used in the title
of the Conference. He emphasized that care was not only of a medical nature,
it also involved, for example, educational activities, rehabilitation, social
work, voluntary services and the contribution made by parents. Finally,
“community’™ should be thought of as a sufficiently large social unit to
contain all types of service,

This view was not shared by all the participants, some of whom pre-
ferred the terms “mentally handicapped”™, “mentally deficient”, “intellectually
inadequate”, “suffering from hereditary olipophrenia™ or “mentally abnor-
mal”. Tt became apparent that this controversy reflected a fundamental
problem; in other words, it was necessary to cnquire whether the different
words really meant the same thing. Attention was drawn to the diversity
and complexity of the personalities of those described as mentally retarded,
a fact which gave rise to problems with tegard to classification. It was there-
fore found desirable to approach the subject from different angles, e.g.,
clinical diagnosis, intelligence quotient, associated physical conditions and
social factors. One participant preferred the term “service” to the word
“care”. The meaning to be attached to the word “community” was also
subject to various interpretations. Some participants thought of it in quan-
titative terms (sufficiently large unit to contain all the various types of ser-
vices), while others though of it in qualitative terms (urban or rural character,
social or cultural background).




3.2 Nature of the demand

It was essential to undertake epidemiological research and to collect
data that were currently lacking throughout the world. In that way it would
be possible to obtain a better picture of the need for centres and institutes,
to plan rationally and, finally, to organize assistance for the mentally retarded
maore correctly.

The question of registering the subjects concerned was discussed. The need
for some kind of register was undoubtedly recognized, but should it be a
national tegister? What exactly should it cover? Was there not a risk that it
could be put to dangerous uses? Care had to be taken to provide some measure
of protection apainst abuse. If a register was used solely for scientific or
statistical purposes (so that access to the information was restricted), it was
an epidemiological tool of great importance. It provided information on needs
and permitted the planning of appropriate responses to them.

4. INTEGRATION OF THE MENTAILLY RETARDED IN THE
NORMAL SOCIAL LIFE OF THE COMMUNITY

The participants unanimously aceepted the principle that the mentally
retarded should be allowed to become as fully integrated as possible in the
nomnal social life of the community. However, there were differences of
opinion as to how far it was possible to go towards achieving that objective,
regarded by some as the ideal, and consequently the pature and design of
services for the mentally retarded became the subject of controversy. Some
participants wondered whether community care could actually be provided
by the community instead of simply taking place within it.

4.1 The family as the starting point for the rehabilitation process

A mentally retarded child was, first and foremost, somebody’s son,
daughter, brother or sister, rehabilitation was secondary to psychological
needs, and everything had to be done to ensure that the child remained in
‘the family. If that approach was adopted, priority had to be given to domi-
ciliary care (visits by physicians, ergotherapists, speech therapists, physio-
therapists, teachers and social workers). Intervention in a family setting
by specialists was preferable to placing the child in a specialized service.
Similarly, residential institutions should become day-care institutions. How-
ever, such a policy could not be implemented unless assistance of various
kinds were given from the start to the families concerned, so that their
desire and ability to act were strengthened. Thus, early diagnosis and treat-
ment made it possible to lessen the harmful effects that the birth of a mental-
ly retarded child might have on the family unit. Likewise, to enable them
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to overcome guilt feelings or the impulse to reject the child, parents might
require psychological support and also information and advice. Families
would thus lead a more normal life if they were given material assistance
(babysitters, especially at weekends, créches, allowances). The important
role of parents’ associations was also stressed.

Nevertheless, it was recopnized that residential institutions were useful
in certain cases, e.g., if the subject had to be kept under observation for
purposes of diagnosis and assessment of the degree of mental retardation,
if crisis therapy was required, if the subject’s behaviour was smuch as to re-
quire it, or, finally, inn certain cases of multiple handicap,

The participants differed on two points: firsily, on the duration of
placement, which, according to some, should be as short as possible since
it was only a supplementary measure; and secondly, on the nature of the
establishment (hospital department, specialized hospital, or small residential
institution in no way resembling a hospital).

The problem of placement with foster-parents was then raised with a
view to emphasizing its importance but also the difficulties mvolved.

4.2 The school as an essential factor in the socialization process

No child, however severely handicapped, should be excluded from the
educational system, and teaching should be started at a very carly stage in
kindergartens. However, differences of opinion became apparent among the
participants regarding the nature of the institutions concemed. Some con-
sidered that preference should be given to measures which, they felt, best
contributed to socialization and normalization, i.e., the integration of men-
tally handicapped children in kindergartens or classes also attended by non-
handicapped children. For that purpose, it would be sufficient to reduce the
gze of such classes to a level where the teacher could provide help on an
individual basis. If mentally handicapped children were admitted to inte-
grated classes in ordinary schools, provision should be made for joint activi-
ties with nonhandicapped children in other classes. Special schools should
be barred. Such 2 policy would have the advantage of not isolating and
over-protecting mentally retarded children, of allowing them to become
aware of their handicaps and the resulting limitations, and also of teaching
themnt how to behave later when they became members of the community.

Other participants, however, stressed that the intellectual and even the
play activity of mentally retarded children was not on a par with that of
children of normal intelligence, thus making it impossible for the two groups
to communicate. Thus, for example, when playing, mentally retarded child-
ten reacted to this situation with behaviour that was completely out of place.
The same participants considered that very early exposure to normal leam-
ing stresses could give rise to feelings of failure and produce a hostile attitude
towards education, especially if the educational system was particularly
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demanding and tiring. Finally, they believed that it was beneficial to segre-
gate the most serfioudy affected children. For the above reasons they were
in favour of special educational facilities for mentally retarded children,
either as an integral part of ordinary schools or in special schools; boarding
schools, however, were to be avoided.

4.3 Mentally retarded adults and social and professional life in the community

The discussion on ways of ensuring a satisfactory social life for mentally
retarded adults touched on the normalization principle and the methods ap-
plicable to those mentally retarded individuals who, upon reaching adult-
hood, were not able to become independent. Reference was made to the
problem, considered by one of the discussion groups to be of fundamental
importance, of deciding whether it was not better for such handicapped
persons, when they did not remain with their families, to live in a special
environment providing the necessary support, rather than integrated in the
community, where they would always be frustrated as a result of their in-
ability to live like their normal neighbours. Participants were not in favour of
hospital-type institutions, preferring various types of small-scale residential
facility which were socially inteprated and were provided with the necessary
supporting services. In that connexion, it was noted that in the Netherlands,
subjects who had been hospitalized for the past 20 years had been placed
in small foster-homes and had then been able to go back to work,

Special emphasis was placed on life outside the home and, in particular,
on participation in social life; according to some participants, the absence of
such participation could be a more frequent cause of crisis situations than
conditions at work, Accordingly, attention should be given to leisure ac-
tivities, which would provide an excellent means of assessing the extent
of integration in normal society.

The problem of ensuring the right to work of mentally retarded per-
sons was then discussed. The participants considered that a number of al-
ternative solutions should be available for those who were unable to take up
open employment; these included sheltered workshaps for various categories
of handicapped persons; day centres for the most seriously handicapped,
with additional social and educational training, and agricultural cooperative
workshops for disabled persons.

The discussions covered two main aspects, the first being the question
of how to make finding work easier. Stress was placed on the importance of
vocational training and on the need to change preconceived ideas concerning
the abilities of the mentally retarded, both existing and potential. Neverthe-
less, that did not rule cut the need to reconsider the concepts of competition
and profitability. Tt was also suggested that employers should be obliged to
engage a certain percentage of mentally retarded persons, and that failure
to do 50 should entail payment of a fine, A second question related to the
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rights of workers. In that connexion, participants laid stress on the right
to the normal wage for the job, and the right to social security and retire-
ment benefits.

At the technical level, help was necessary in overcoming the difficulties
resulting from handicap; that eould be done by making transport at reduced
rates available to those concemed; providing typewriters, tape-recorders,
washing machines and dish-washing machines; and making special accom-
modation arrangements.

4.4 Community attitudes

The Conference agrecd that the mentally retarded had to be enabled
not merely to exist, but to live in the full sense of the word. Just as adults
tended to become members of peer groups in the community, so, when the
proportion of mentally retarded persons exceeded a certain percentage,
the anxiety which they aroused prevented any true integration and led to
rejection (as was the case with any other minority group) if that anxiety
was not allayed by an improved system of information. However, in con-
trast to other minorities, the mentally retarded were hardly in a position
to state their point of view and to gain the community’s proper consideration.
That was why large-scale information campaigns aimed at making the com-
munity, politicians, technicians, adults and children, aware of their obli-
gations were 50 important. In such campaigns, an important role was played
by the national authorities, and also by voluntary organizations,

The members of one discussion group also considered that information
should not be purely theoretical but that, to be more effective, it should be
provided through actual contact between the so-called “normal” population
and the mentally retarded. One participant maintained that this process
of learning to live together should begin at school, where, in his view, re-
lationships between normal and mentally retarded children were casily
established. In that way the public would realize that the mentally retarded
did not represent a potential threat, but could make a valuable contribution.

4.5 Legislation and integration in the community

The Conference examined the function of legislation relating to the
mentally retarded and considered whether such legislation should aim to
ensure the provision of services and treatment, or to protect human rights.
Several types of legislation were described.

(a) A general law on mental health. It might, however, not be to the
advantage of the mentally retarded to be included in the psychiatdc sector,
since there was then a danger that they might be admitted to old-fashioned
institutions where the staff were both inferior and insufficient in number.




(b) A law specifically for the mentally retarded. Although that did
imply a certain stizma, it had the advantage of enabling a large number
of services to be set up rapidly, even if it did not constitute the final solution.

(c) A general law relating to the handicapped. In that case there was no
stigma, but there was the risk that the mentally retarded might not be given
the best opportunities within the family setting.

(d) Many participants considered that handicapped persons should be
covered by the ordinary legislation currently in force, but that special ad-
ditional provisions should be incorporated in that lepislation. It would thus
be poszible to promote the optimal integration of each category of the
handicapped in normal society.

The question of delinquency among the mentally retarded was then
considered. Was it desirable to segregate mentally retarded delinquents in
special institutions? Should they not, on the contrary, be handed over to
the legal authorities? In institutions the treatment giver was sometimes
of long duration, whereas the legal process was often shorter and allowed
the subject concerned to return more quickly to his family, though without
having received treatment. It was true that serious behavioural disorders
responded well to treatment; small regional enits could be set up, rather than
large institutions of the concentration-camp type, for dangerous subjects
whose numbers were limited. On that delicate problem, one participant
stressed the importance of preventive measures (special schools and boarding
schools) whereby both special hospitals and legal procedures could be avoided.

5. RESOURCES REQUIRED

5.1 Services

These will not be examined in detail: the list of such services depends on
local conditions. It is, however, necessary to emphasize certain points and
to make some further comments on those questions with which the Conference
participants were mainly concerned.

{(2) Development of primary and secondary prevention: the former
can be achieved by means of genetic counselling, gynaecological exami-
nations during pregnancy, the prevention of fetal abnormalities and ob-
stetrical hazards, the control of infectious diseases and the improvement
of nutrition, the latter by means of early diagnosis: detection of cases of
hereditary metabolic disorders, surveillance of “high-risk” families and
children, and surveillance of children placed in preschool institutions.
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Early diagnosis is cleatly of prime importance since it makes intervention
at the appropriate time possible; this may have a decisive effect on the prog-
nosis for the children concemed, and may well determine their chances of
leading 2 normal life.

{b) Improved efficiency of services. Services must be easily accessible
and personal in charaeter, or even delegated to the local community (sectoral
services are a step in this direction). In countries where such services are
located at too great a distance from the people they ate supposed to serve,
they should anticipate the Istter's needs without waiting for them to be
expressed,

() Development of scientific research: although research is not an
end in itself, it does enable services to be improved. Such research includes
cpidemiological, biochemical and genetic studies, and objective research
on different methods of care. It is necessary to steer a middle course in de-
ciding along what lines research should be carried out. Such decisions should
not be taken at too early a stage, and provision should also be made for
practical experiments capable of yielding results of undoubted validity.

(d) Ensuring that the mentally retarded receive the optimal type of
care. The needs of the mentally retarded are not static. They vary with
time as a result of changing family, social and personal factors. In particular,
the extent to which aid is provided should depend on the establishment
concerned and on age. It is therefore essential to achieve continuity of the
available services by welding them into a coherent, integrated whole.

5.2 Manpower

The participants gave special attention to manpower problems. In con-
nexion with the report on the survey conducted in eight European countries,
they examined that precise functions of the various categories of personnel
covered. A single designation, e.g., “nurse”, could refer to personnel with
very different training and qualifications, who did not always perform identi-
cal functions. For that reason, the participants called for research to be carred
gut into the exact tasks of each profewsion in each country and for existing
definitions to be compared, even if it was not always casy to express everyday
experiences in questionnaire form.

On the basis of this concept of functions, the Conference considered
whether personnel providing care for the mentally retarded should be re-
quired to have highly specialized traiping. In that connexion, reference was
made to the profession of “defectologist™ which existed in the socialist
countries of Europe. The defectologist, a highly qualified teacher, was put
in charge of children in the special schools. Similarly, in the Netherlands,
some social wotkers had received very intensive training in the care of the
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mentally retarded and were actually social-worker teachers. It was also
stressed that the eare required by those with multiple handicaps made new
demands on paediatric psychiatrists, paediatricians, speech therapists, etc.
Finally, onc patticipant considered not only that personnel should be trained
to a high level of qualifications, but that teams should be trained in which
each member would learn to understand how members of professions other
than liaison approached the vadous problems.

All the participants agreed that a2 multidisciplinary approach to the prob-
lem of mental retardation was indispensable if services were to be efficient.
The multidisciplinary team would be made up of physicians (psychiatrisis
and paediatriciang), teachers, social services experts, etc. The suggestion
was made that, in countries where there was a lack of specially trained person-
nel and extensive use had to be made of family doctors, voluntary organ-
izations and other types of personnel, specialized multidisciplinary groups
should train personnel who could undertake the early detection of cases of
mental retardation and who could, at a later stage, perform diagnostic pro-
cedures. _

There were differences of opinion, however, on the degree of importance
and influence to be attached to the various specialists in the multidisciplinary
team, and especially on the position to be assigned to the psychiatrist. Some
participants felt that the psychiatrist should occupy the key position. He was
the team leader as far as diagnosis, guidance and therapy were concerned.
In some cases he was, of necessity, the team leader if he was held to be legally
responsible for diagnosis and treatment. He should, nevertheless, have special-
ized in the behavioural sciences, since he would then be better able to inte-
grate and coordipate the activities of personnel belonging to the various
professions, disciplines and services.

It was pointed out, however, that other physicians, and especially paedia-
tricians, were called upon to play a no less important role. The main objec-
tion, though, was that a purely medical model or one that was orientated to-
wards psychiatry was not adequate to meet the complex needs of integrated
services in a community context. Responsibility for coordinating team work
could thus be entrusted, depending on the situation, to specialists other than
the psychiatrist, e.g., to teachers or medical administrators.

5.3 Finance

Services and research were not possible without appropriate finance.
The percentage of the national budget devoted to expenditure on health and
welfare varied from country to country, but in all cases large sums were
involved and they should be used judiciously. It was noted in that connexicon
that the expenditure necessary for organizing certain services had to be
measured against the savings made in other directions as a result of that
expenditure and that, when choosing between several options, it was essential
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to take into account their effects on the individual. Furthermore, since
funds were derived from various sources, proper coordination arrangements
were necessary. Finally, one participant asked whether special funds were
compatible with the aim of normalization.

6. VOLUNTARY ORGANIZATIONS

Apart from the role that they have played in parents’ associations in
promoting the self-education of their members, voluntary organizations
should be given a say in the formulation and application of an effective and
humane policy for the mentally retarded. Many participants considered that
patents, in their capacity of consumers, should be allowed to speak out,
expose shortcomings and demand improvements. They were particularly
well placed to determine their own requirements and, in so doing, were
frequently ahead of the specialists. Since the contributions made by parents’
associations and professionals were complementary, collaboration between
the two groups was indispensable. Such associations should therefore be
encouraged and should recetve financial support.

7. COORDINATION

Coordination, as previous sections of this report have indicated, is of
crucidl importance, whether among specialists working in the same team,
among institutions that are supposed to form a coherent and integrated
whole, in the collection of data and the conduct of research, or finally,
with regard to finance. The subject consequently received considerable
attention in the discussions. The participants considered the various means
of coordination, such as the setting up of coordinating committees and cen-
tres, or even national committees, and the training of coordinators. Above
all, though, they attempted to define a coordination policy and ro determine
the levels on which it should operate, whether at the local level or at higher,
regional and national levels. At the last of these it was especially necessary
to avoid any lack of uniformity in national serviees, sinee coordination
between ministries was often inadequate. Since the need for a hierarchy in
the field of coordination was recognized, the discussion centred on the
emphasis to be given to the various levels of coordination in relation to
each othet. Some participants voiced a preference for a decentralized system:
coordination should be at the prass-roots level, and an area or community
should not have imposed upon it something that was only appropriate for
a very different group.
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On that basis, moreover, it would be possible to construct a centralized
systern and even promote a policy at the national level. National authorities,
which did not always know what means were at their disposal, had to be
made aware of the situation. However, everything could not be planned at
the local level. Thus, some participants believed that only at the national
level was it possible to obtain an overall picture and draw up 2 unified plan
which would then be applied at the local level.

In conclugion, it was recognized that the characterictics of the various
countries necessarily had a bearing on determining which systern was most
suited to the situation in a given country. It was also pointed out that it
was not the task of WHO to impose a single point of view, but to propose
to countries a range of different solutions from which they could select
the one most appropriate to their particular characteristics.
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Amnex I

THE EPIDEMIOLOGY OF MENTAL RETARDATION

Dr M, Postiglione®

Introduction

Problemns associated with the epidemiology of mental retardation have
been reviewed by WHO Expert Committees and Panels and in technical papers
describing the results of national enquiries in this field.

The economic and emotionat impact of mental retardation on the com-
munity has led governments to make special provision for the care of the re-
tarded. In planning these services it is important to have a clear idea of the
extent and nature of the problem in the community. This is a matter for
epidemiological study.

Government, voluntary and private institutions in the medical, soctal,
educational and employment fields require reliable data. Unfortunately, so
far it has proved very difficult to obtain this for a nurber of reasons. These
ara: the need for 2 common basis for classification, for criteria and methods
of diagnosis, and for a common terminology; lack of resources and trained
personnel; the changing features of milder forms of retardation; the inter-
action of physical handicaps and retardation; and the influence of social,
cultural, economic and psychological factors. In view of these shortcomings it
is not surprising that data from different countries are often not comparable.

The purpose of this paper is to bring out, from the literature mentioned,
certain important points relating to the epidemiology of mental retardation,
to see how some countries have faced the problem of data collection in this
field, and to review the recommendations made by various authors for future
studies.

Epidemiological concepts, methods and techniques
Reid (1) and the WHO Expert Committee on Mental Health (2) provide a
comprehensive review of this subject indicating how concepts, methods and

techniques of epidemiclogy in general are applicalile, with suitable adjust-
ments, to the study of mental dizorders, including mental retardation.

2 Chief, Disease Prevention and Control
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The final aim of a community programme for the mentally retarded is to
provide not only care for those who need it, but also, as far as possible, pd-
mary and secondary prevention.

The ultimate test of the epidemiological approach lies in its ability to
achieve successful prophylaxis by modifying some of the essential causes. The
epidemiological approach can be used for two main purposes:

(1) operational research; to elicit facts about treated and untreated
disease in the community, which are needed for the intelligent adminis-
tration of services;

(2) clinical work: to discover those habits and aspects of the organiza-
tion and environment of human populations which may affect the onset
or course of mental retardation and to assess their relative importance in
the etiological structure of such conditions.

A recent paper (3) deals with the provision of adequate services and
gstates that, as mentioned above, for practical reasons precise estimates of pre-
valence are not important. What is needed is a reasonable basis for estimating
the numbers of people for whom different types of service are likely to be
required. Such estimates will provide planning targets and their adequacy can
be tested in the light of the calls made on the services as they develop.

In the same spirit, a WHO Expert Committee (4) states that, “an un-
desirable situation arises when a diagnosis of mental retardation is made in
the absence of appropdate services for management and treatment. It is of
paramount immportance that efforts be made to develop these services at a
rate commensurate with the improvement in diagnosis™. This, however, does
not detract from the need to carry out sujtably designed epidemiological
studies leading vitimately to prevention and preparing the way for the retarded
to participate in community life.

Historically, the use of epidemiological methods in the figld of mental
retardation has developed from the collection of simple statistical data,
through prevalence surveys and longitudinal follow-up studies to “at-risk™
and other elaborate registers made possible by the advanced level of the
services and resources now availabie.

The Regional Office has chosen to give priority to the collection of
accurate information on services available which, in turn, will provide data on
persons at present receiving care.

Situation in different countries
A country’s medical, social, and economic state of development is of
great importance, not only because of the availability of care services and of

resources for elaborate studies, but also because of the local dimension it gives
to the concept of mental retardation itself, particularly of the milder type.
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Hilliard (5), in reviewing the problem of mental retardation on a world-
wide basis, gives examples from different European, Asian and Ametican
countries. He points out that the problems differ basically according to whether
countries have developed services or not. He considers that countries without
adequate medical, educational and social services may be divided into two

ZTOUpS:

(1) those in which the services’ rate of development Is very slow andis
likely to remain $o in the next decade;

(2) those which, although until recently very under-developed, are un-
dergoing a rapid change in their socioeconomic structure.

For various reasons the problem of mental deficiency is hardly recognized
in countries in the first category. The very high infant mortality rate will tend
to reduce the numbers of seriously handicapped surviving in the community.
The simpler agricultural and handicraft processes in general use will allow the
moderately handicapped to make their contribution to labour and services
to the community without emphasizing their disabilities. The least defective
will not be noticeably different from the average individual because literacy
and ability to deal with complex techmical or abstract problems are not
requirad.

In general the community structure, based usually on family, village
or clan groupings, is designed to support its members so that children, the
aged, the moderately subnormal and other handicapped persons are usu-
ally aceepted, repardiess of their ability to contribute. However, commu-
nity tolerance varies in different cultures and the severcly defective are
seldom accepted. In the second category of countries the problem is likely
to become more apparent. Technical progress, whether in the use of ma-
chines or in the application of scientific techniques to agriculture, building,
transport or industrial processes, increases the demand for literate workers.
Consequently the rapid development of mass education in such countties
will have the effect of distinguishing those whose mental capacity is below
the norm because they are unable to keep pace with those of average abil-
ity. Thus the casefinding of mentally subnormal persons of school age
will be done primarily by teachers.

In countries with well developed medical, educational and social services,
most mentally subnormal persons will have been given some care, supervision,
and control by various agencies during the past half century.

A further distinction can be made among the “developed” countries, be-
tween those in which medical, social, educational and employment services
are adrministered solely by government authorities, and those in which such
services are also run by private, voluntary and health insurance agencies. In
the latter group it is extremely difficult to obtain suitable coordination and
reasonable uniformity in standards of care,
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The question of classification

“One of the basic requirements of epidemiology™, says a WHO Expert
Committee (2) “is a generally accepied systern of statistical classification
which allows data obtained by varipus investigators to be confidentty com-
pared.” ‘

In the field of mental retardation, the Iack of 2 common classification
has been particularly felt, and no satisfactory solution has yet been reached,

“One reazon for this failure is that the problem of classification is often
confused with that of nomenclature . .."” the Report goes on. “The function
of a nomenclature of diseases i3 to provide a list of terms for describing
morbid conditions as clearly and fully as possibie. It therefore has to be ex-
tensive and unlimijted in scope and detail to allow for the recording of the
manifold varations of ill health. A classification, on the other hand, particu-
larly if drawn up for vital statistical purposes, iz designed to group pathologi-
cal conditions which have essential charactenstics in common. It, therefore,
contains only a strictly limited number of categories chosen for their useful-
ness in the numerical study of disease phenomena.”

The situation was also considered by an Expert Committee convened by
WHO in 1954 and the term “mental subnormality” was proposed, with various
degrees (mild, moderate and severe), it being understood that this was meant
to be a common tool for general practical and administrative purposes and
that it was not intended to replace the special technical classifications of the
clinician or the educationalist.

The varous degrees mentioned above were based on IQ scores, but each
individual case was to be considered on the basis of several other criteria and
at various intervals of time, The WHO International Classification of Diseases
{Eighth Revision) (6) adopts the term *“mental retardation” with subclassi-
fications “mild, moderate, severe and profound®.

Other authorities (3) have used the term *mental handicap™ (severe
and mild) to emphasize that our attitude towards it should be the same as
towards other types of handicap, ie., to prevent it whenever possible, to
assess it adequately when it occurs, and to do everything possible to alleviate
its severity and compensate for its effects.

The fifth WHO Seminar on Psychiatric Diagnosis, Classification and
Statistics, held at Washington in 1969 (7) decided in favour of a scheme
requiring that, for each patient, four types of information should be rec-
orded;

(1} degree of mental handicap,

(2) etiological or associated biological or organic factors;
(3) associated psychiatric disorder;

(4) psychological factors.
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The WHO Expert Committee on Mental Health in its fifteenth report (4)
concluded that “definitions and classifications, particularly of the legal and
social kind, need to be related to the culture in which they apply and designed
to assist the handicapped and their families. The purpose for which such
definitions or classifications are intended needs to be made explicit in order
to minimize the danger of generalization and misuse.”

Case detection and notification

Case detection and notification can be secured through properly designed
epidemiological studies or by means of reports from the various authorities,
institutions, and individuals who cotne into contact with the mentalty retarded
in their work.

The first possibility may be considered as a process of “active case
detection™, since it implies the specific intention to search for people with
mental, and often also physical, handicaps,

The second possibility can be described as “‘passive case detection™
since it relies on reports by government personnel or private and voluntary
medical, health and social workers in contact with the community at large
(parents, relatives, teachers, etc.).

It is in the field of passive case detection that much still remains to be
done. Health education of the public needs to be intensified, legal and social
constraints to be removed and better training to be provided, giving wider
responsibilities and fostering the closer coordination of medical and health
personnel, so that they can provide multidisciplinary services with an integrated
health approach. Greater uniformity of recording is required botween the
agencies involved in order to facilitate the exchange of information between
countries.

The WHO Expert Committee on Mental Health in its fifteenth report (4)
peinted out that “severe grades of mental retardation are easily recognized in
the very young, but ... stressed the need for developing means of early
recognition of the mildly and moderately retarded as well. It is also important
that any assessment should not be considered final but should be subject to
peripdic review, particularly as far as children are concerned.”

The use of “at-risk™ registers has greatly assisted in the identification and
follow-up of children at risk of developing handicapping conditions.

“Atrisk” registers have proved particularly useful for the detection of
cases in childeen below the school or numsery schogl age, most of which other-
wise are not recognized until the child is Ave or older, except sometimes
where there is also an obvious physical handicap.

The extent of the problem

There is a general agreement in the literature on mental retardation that
adequate information on its extent is lacking. There seems also to be general
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agreement that more reliable information can be obtained on the prevalence
of severe retardation than on mild and, in particular, borderline forms.

Tizard (&), discussing the prevalence of mental subnommality, refers
to surveys of the following types: psychometric studies, field studies and
follow-up studies of individuals classified as subnormal during one period
or other of their lives. He mentions that, in view of the big differences from
one age-group to another, each should be considered separately. On the basis
of data available to him, he concludes that mild subnormality is not fixed
and incurgble but that it is an administrative concept related to the condi-
tions and facilities available in the community. He notes that the number
of mildly subnormal! is much greater than the number of moderate angd
severe cases and that in all societies the provisions made for dealing with
mental subnormality are far below what is required by the prevalence of
this condition. He emphasizes the need for primary and secondary prevention
and underlines the responsibility of the maternal and child health services
and educational authorities for giving suitable treatment and guidance to pre-
schootl children., .

Kushlick (9) refers to the “administrative prevalence™ of mental defects,
that is, the number of known cases existing at a given time, as compared with
the “true prevalence”™ of the condition, and reaches certain general conclusions
about the true prevalence in the United Kingdom from the results of detailed
studies conducted in small areas.

The Danish authorities (I10) refer to “*prevalence of care™, that is, the
number of persons registered by the Danish Mental Retardation Service, The
“incidence of care™ is defined as the frequency of registration of mental re-
tardation in each annual cohort of newborn children. The “incidence of
mental retardation™ is described as the proportion of each such cohort born
as mentally retarded or who become mentally retarded sooner or later, in the
sense that they are registered or would have been repistered If they had lived.
The “prevalence of mental retardation” (whether registered or not) is esti-
mated in Denmark to lie near the incidence of care (which indicates the
adequacy of the services).

In Denmark (poputation 4.9 million) a very sophisticated national register
has heen started for mentally retarded persons. It is linked with regional
registers and with the registration system for the total population which is
based on individual registration numbers.

The census of persons registered under the Danish National Service
for the Mentally Retarded, conducted on 21 March 1966, showed a total of
20459 of all ages and all grades (56.2% males and 43.8% females), or 0.43%
of the total population (0.49 for males and 0.38 for females). The number of
children registered below school age is low, but increases to a peak in the
16—20 age-group declining again towards the older age-groups. The 0.43% is
the *‘administrative prevalence™ or “prevalence of care”, whereas the “true
prevalence” is estimated to be in the region of 0.81% (10).
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Prevalence surveys carried out in England and Wales in the last 40 years
or so are teferred to by Tizard (8), Kushlick (9, 11), Wing (12}, and in the
paper “Better services for the mentally handicapped” (7). Although the
reservations already made regarding definitions, criteria, classification, prog-
nosis and differences due to age-groups, social, geographical and other factors
must be borne in mind, the figures available seem to suggest that just under
1% of the population can be classified as mentally subnormal, of which 75%
are mildly retarded. There are probably about 120 000 people in England and
Wales who are severely mentally handicapped (between 2 and 3 per 1000 of
the population, as compared with 4 per 1000 in the 15—19 age-group). The
sbove paper also gives figures on incapacities associated with mental handi-
caps and using the available figures compares the services provided in 1969
with those required. The requirements appear to exceed the facilities available,
except for hospital treatment beds,

Kushlick (1), starting from figures for administrative prevalence, works
out the probable figures for true prevalence for a population of 100000 in
England and Wales and considers the facilities for residential care, suggesting
that additional facilities be provided and measures taken to relieve the diffi-
culties of the existing hospitals.

In Sweden (population 7.3 million in 1966) 25 195 mentally retarded
people or 0.32% of the total population were receiving care according to
1968 data. A register is kept of all persons receiving care andfor a pension
based on the assessment of their working capacity. Griinewald (17) gives
figures related to administrative prevalence by age-groups, by the administra-
tive divisions of the country, and by rural and urban areas, and compares
them to those for other types of patient receiving care. He confirms some of
the facts found elsewhere, namely that many retarded children are discovered
only when they reach school age and that little is known about any increase
or decrease in the numbers of mentally retarded, although it is known that
the expectation of life of mentally retarded adults is increasing. He also
stresses that in Sweden the medical aspects of mental retardation are given
greater weight than the sociocultural aspects.

Data concerning administrative prevalence are also available for other
countries where health and welfare services are adequately developed, such as
France, the Netherlands, Switzerland, the USSR and others. Their accuracy
is proportional to the degree of development of those services.

Enguix (I4) states that no figures are available on the extent of the prob-
lem in Spain. He refers to an epidemiclogical study carried out in the Province
of Navarra among 6 456 schoolchildren to record cases of mild and severe
retardation only. He concludes that the rate is not less than 1.05%.

The Joint Expert Committee on the Mentally Subnormal Child convened
by WHO in 1954 concludes thai “few attempts have been made to assess the
prevalence of mental subnormality in different countries, and it is not possible
to give definite figures since prevalence rates depend on many factors which
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differ both with the society and with social and economic conditions. The
proportions of children regarded as educationally subnormal in different
countries vary greatly according to the criteria employed: Dutch estimates
based on eight large cities give a mean rate of 2.6%; French estimates range
from 1.5% to 8.6%, depending on age; English educational practice aims to
make provision for 1% of schoolchildren in special schools, while a further
8% or 9% are considered to require special educational provision within the
ordinary school systern. Varying estimates have been given in different States
of the USA and in Switzerland. For adults the prevalence rates are lower, and
the recognition and even the manifestation of mild subnormality in adult-
hood is dependent mainly on thresholds of community tolerance and on the
complexity of social life, both of which fluctuate widely. Estimates are thus
valid only for the time and place at which they are made®. The Report con-
tinues, “While prevalence rates generally valid for different societies cannot
be stated, it must be recognized that the provision of services for the mentally
subnormal must be determined to a very large extent by the overall numbers
and prevalence rates found at any one time. Research into, and surveys of,
prevalence rates should therefore be a continuing feature of the mental health
programmes of individual countries. It should also be recognized, when plan-
ning services for children, that the more mild forms of mental subnormality
are both more numerous and more difficult to detect than severe cases, and
that mild cases are much more capable of social response”.

Case registers

The use of registers for the mentally retarded was considered by the WHO
Joint Expert Committee (15) and reviewed by WHO Consultations on Mental
Retardation Services in 1969 and 1970.

The feasibility of establishing such registers was considered to be depen-
dent on cost, availability of staff and the degree of development of services
it the area. Their main contribution was seen in epidemioclogical investigation,
evaluation and research. National, regional or local registers may be set up,
with cornmon as well as distinctive features.

In areas where the basic health services are inadequate, only simple sta-
tistics can be collected for estimating needs and suggesting how services may
be best used. Registers are in fact in operation in only a few European coun-
tries, including Denmark, England and Wales and the USSR, Irrespective of
registers, however, it is important to obtain fuller basic information for use
i services, evaluation research, and for the exchange of comparable informa-
tion at national and international levels,

Review of recommendations

Kushlick (/6), in discussing the uses of epidemiology in assessing and
developing services for the subnormal, states that the prevalence and Prognosis
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of the condition is to some extent determined by the available services. It is
thus necessary to bridge the gap in existing facilities, to evaluate methods of
management and to give the benefit of the best methods available to those
who need them, in order to arrive at an understanding of the true extent of
subnormality and the range of prognosis.

He further mentions that the epidemiological approach lends itself to the
development of a service which can both anticipate and deal with problems a
long time before they come to the notice of the existing services and which
are often worsened by delay.

Kushlick also points out that there are still major administrative problems
involved in integrating the available professional skills into 2 single service
able to provide continuous care to the subject and his family. However, the
availability of sufficient basic facilities might go a long way towards solving
some of those difficulties.

A recent government paper in the United Kingdom (3) points out that,
a8 a result of research, new techniques and methods have been developed
which, when applied, have positively contributed to the management of the
problem. Some instances are given below:

Resaarch on: Contribution: Example of application:

chrormosomal prevention and prenatal counselling
aberrations early detection

innate metabolic screening (e.g., phenyl-
errors ketonuria)

tha effect on the full medical and neuro-
fetus of infec- logical examination
tious diseases earty in life

“at-risk” registers

notification of congeni-
tal malformations

The paper also suggeats further studies on:
(1) the early detection of severe handicapping conditions;
(2} methods of detecting the less severe forms of mental handicap;

(3) statistical information on existing numbers of mentally handicapped
people and their characteristics, and the evaluation of such information.

The first WHO Consultation on Mental Retardation Services (7} con-
cluded that special attention should be given to the collection of information
from all possible agencies dealing with mentally retarded persons and that
information should be included in the mental retardation registers, in order to
establish needs and organize and evaluate services.
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The Consultation recommended that WHO should encourage the collec-
tion and exchange of information on registers and on experience related to
them.

The second WHO Consultation (1 7) reiterated the importance of carrying
out detailed epidemiological investigations, studying cultural and biological
factors, and assessing the effects of change from a rural to an urban environ-
ment on mental retardation and on the need to adapt services accordingly.

The Consultation also emphasized the need for a multidisciplinary ap-
proach to the problem of mental retardation with the collaboration of educa-
tionalists, psychologists, doctors, social and vocational workers.

Conclusions

From this rapid review of selected literature it would appear that not
enough is known about the problem of mental retardation, that it is variable
in mature, assuming specific, static and dypamic features in almost every
individual case depending on the environment, and that precise classification,
diagnoesis, detection and prognosis are difficult and subject to different inter-
pretations.

Nevertheless, the problem exists and action to deal with it is needed.
Moregver, epidemiological methods and techniques can be used for the assess-
ment of the problem and of the services required to cope with it.

REFERENCES

1. Reid, D.D. Epidemiological methods in the study of mental disorders.
Geneva, World Health Organization, 1960 (Fublic Health Papers, No. 2)

2. WHO Technical Report Series, No. 185, 1960 (Eighth report of the WHO
Expert Committee on Mental Health)

3. United Kingdom Department of Health and Social Security (Welsh
Office) Berter services for the mentally handicapped. London, HM.
Stationery Office, 1971

4. WHOQ Technical Report Seres, No. 392, 1968 (Fifteenth report of the
WHO Expert Committee on Mental Health)

$. Hilliard, L.T. Mental retardation: a world view. Can. ment, Hith, Suppl.
No. 32 {1962)

6. World Health Organization Intermational statistical classification of
diseases, infuries and causes of death, Geneva, 19692

7. World Health Organization Consultation on mental retardation services:
Repore. Geneva, 1969b (Unpublished WHO document)

8. Tizard, J. The prevalence of subnormality, Bull Wid Hith Org., 9:
423 440 (1953)

22




. Kushlik, A. Social problems of subnormality (reprinted from: Miller, E.,
ed. Foundations of child psychiatry). Oxford, Pergamon Press, 1968

. Denmark, Department of Mental Retardation The frequency of mental
retardation in Denmark: statistical survey of mental retardation services
in Denmark. Copenhagen, 1970

. Kushlick, A. Residential care for the mentally subnormal. Roy. Soc. Hith
J., 5:255-156 (1970)

. Wing, L. Severely retarded children in Camberwell: prevalence and pro-
vision of services, London, Medical Research Council, Social Psychiatry
Unit, Institute of Psychiatry, 1970

. Griinewald, K, The mentally retarded in Sweden. Stockholm, Kugelbergs
Bogtryckeri, 1969

. Enguix, 8.C. Aspectos etivlogicos y sociales de la deficiencia mental.
Madrid, Confederacion espanola de cajas de ahorros, 1970

. WHO Technical Report Sertes, No. 75, p. 6, 1954 (The mentally sub-
normal child: Report of a Joint Expert Committee convened by WHO
with the participation of United Nations, [LO and UNESCO)

.. Kushlick, A. A comprehensive service for the mentally subnormal. In:
Freeman, H. & Farndale, 1., ed. New aspects of the mental health services.
Oxford, Pergamon Press, 1967

. World Health Organization Second consultation on mental rerardation
services: Report. Geneva, 1970 (Unpublished WHO document M7/48/6)




Arnnex 11

THE CARE OF THE MENTALLY RETARDED IN FRANCE
I F. Vieillard?

Introduction
Target population

The population to which care is provided includes all persons suffering
from mental retardation, including those with functional intellectual deficit
in whom personality disorders predominate.

Classification adopred

The classification used is that adopted by the Joint Committee on
Maladjusted Children set up by the Commissariar général zu Plan which,
“for practical rcasons and ease of reference”, used the intelligence quotient
(1.Q.) and distinguished between:

(1) the mildly retarded, with an 1.Q. of between 65 and 75, further
divided into:

(a) the purely mildly retarded as such;

(b) the mildly retarded with associated disorders, the latter heing
divided into mild and severe disorders;

(2) the moderately ratarded, with an 1.Q. of between 50 and 65;

(3) the severely retarded, referred to as the partially educable, with
an [.Q). of between 30 and 50;

(4) the severely subnormal wha are completely, or almost completely,
uncducable and whose 1.Q. is any thing below 30.

The nature of care

The term “care” is used to cover al} medical and educational activities
and also social and occupational adaptation.

“ Chief Medical Tnspector of Health, Ministry of Health and Socis] Security, Paris,
France
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Mintstries involved

in France, three ministries are responsible for the care of the mentally
retarded, as follows:

The Minisiry of Education, which has 2 Division of Adaptation and
Special Education at the central level. This Division is responsible for estab-
lishments which admit cases of uncomplicated mild retardation and of mild
retardation with associated mild disorders, and 35% of cases of moderate
retardation.

The Ministry of Public Health and Social Security, associated with which
is a State Secretariat for Social Work and Rehabilitation. At the central
level are a Directorate-General of Health, which is responsible for health
policy, and a Directorate of Social Work. This Ministry is responsible for
establishments for the mildly retarded with severe associated disorders, 65%
of the moderately retarded, the severely retarded and the severely subnormat.

The Ministry of Labour, Employment and Population, which deals in
a general way with the resettlement, vocational gnidance and rehabilitation of
handicapped workers,

Services for mentally retarded children and adolescents
Establishments under the Ministry of Education

Purpose. These establithments provide basic education, preparation
for employment and vocational training, at the same time encouraging
the development of the personality, self-expression, the development of
personal relationships and integration in society.

Types of establishment. There are special classes attached to elementary
schools: special departments attached to secondary schools; and special
national schools for adolescents, which may be day schools, day-boarding
schools or full-boarding schools.

(rganization. These schools are run on exactly the same lines as other
state schools. The personnel are employed by the national education service,
but medical surveillance is carried out by the school health service, which,
in 1964, was transferred from the Ministry of Education to the Ministry of
Health. Education is free. Families are responsible for the cost of mainte-
pance but grants are available under certain conditions. Medical and edu-
cation committees under the national education service are responsible
for admitting children to the various schools.

Establishments under the Ministry of Health and Social Security

Purpose. These establishments carry out primary prevention (early di-
agnosis and treatment) and provide continuity of care from institution to
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institution so as to ensure the best possible social and occupational inte-
gration when adulthood is reached. This is a complex, many-sided task.
The question of primary prevention will not be touched on here, although
it occupies an important place in the policy followed by the authorities.

Types of establishment
(1) Diagnosis and armbulatory treatment centres:
(2) mental health dispensaries;

(b) hospital departments, some of which are equipped to carry out
highly specialized investigations;

{(¢) the newly created centres for early medicosocial intervention;
these have the added advantage of gaining the confidence of families
and enlisting their collaboration, advising them, and preparing them
to accept the possibility that their children may have to be admitted
to an institution.

(2) Heudlth establishments:

These include both in-patient hospital services and day hospitals.

They are intended for children needing intensive, continuing and some-
times prolonged medical care, both physical and mental.

(3) Medico-educational establishments:

These comprise medico-educational and medico-occupational in-
stitutes which function as boarding or day-boarding establishrents.

Organization

In these establishments medical care is always required to a greater
or lesser degree. Operating costs are therefore generally covered by charging
4 certain amount per day, which is paid by the social security agencies
under sickness insurance schemes or, in certain conditions, by the national
assistance otganization providing free medical care. Medical care given in
dispensaries, on the other hand, is completely free and covered by com-
pulsory expenditure on social assistance. All medical personnel, teachers
and social workers must be in possession of the professional diplomas re-
quired by the Ministry of Public Health and Social Security. Special teachers
are sometimes made available to these establishments by the Ministry of
Education.

26




The future of mentally retarded adults

Integrarion in the community

The Law of 23 November 1957 laid down the principles governing the
rehabilitation of handicapped workers. A certain percentage of jobs is re-
served for them in private firms and the public services. The employment of
handicapped workers has been the subject of specific measures, including
the activities of representatives of the National Employment Agency, whose
task is to find work for these people.

Integration under sheltered social and occupational conditions

Shelrered workshops. These workshops are intended for those persons
whose working capacity is near normal and give them the opportunity to
work under conditions specially adjusted to take account of their disabilities.
In principle, this arrangement should make near normal output and salaries
possible, This, in tum, means that, in theory at least, the workshops are
financially viable or need no more than a grant towards operating costs from
the Ministry of Labour, Employment and Population. Sheltered workshops
operate either independently or as specialized units within a normal enter-
prise. They do not necessarily restrict their intake to persons with a single
type of handicap.

Occupational therapy centres. These are intended for persons whose work
cutput is low, whatever steps are taken to modify working arrangements,
schedules and thythms, They can therefore make ends mect only with the
help of regular and constant contributions from the agencies providing social
assistance to the disabled and severely disabled.

Hostels for adults. These have existed only since 1963. Most of them are
attached to occupational therapy centres. They are intended for persons
needing fairly close supervision and who have no family able to provide
this. They do not merely provide shelter for them but also offer educational
activities that involve extensive contact with the outside world, while at
the same time providing psychiatrie surveillance.

Socigl protection and benefits. Various benefits are available, in particular
to compensate for inadequate salaries. Also, under the Law of 13 July 1971,
persons receiving the handicapped adults’ allowance may join the voluntary
sickness-maternity insurance scheme.

Admission ta a mental institution

Persons with a very severe deficiency have to be admitted to a mental
institution of one kind or another. Early treatment and special education
should reduce the number of such cases.
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Review of the system
FProblems tackled

Reconsideration of the criterig. The intelligence quotient, which has
for many years been considered an excellent guide 1o intellectual capacity,
has been used to determine the degree of mental retardation. It was adopted
by many administrations because it provided a definite yardstick which greatly
assisted them in evaluating needs and in planning, The 1.Q. was also said to
be constant, which was also in accordance with the concept of mental re-
tardation as a permanent deficiency, becoming apparent at an early stage.
Consequently, facilities for the mentally retarded were established to match
this rigid classification of patients according to their 1.Q. In addition, the
medico-educational establishments are essentially educational, and treatment
is available only in the form of rehabilitation by means of apparatus and
instruments, From many cbservations, however, it has emerged that an in-
dividual’s LQ. can change over a period of time, that mental retardation is
not always the permanent condition it was thought to be, and that it is some-
times difficult to distinguish it from appatent retardation.

At the same timne as the possibility of links with neuroctic, prepsychotic
and psychotic conditions was being stressed, there was a tendency to consider
mental retardation from the point of view of the total personality. Also,
while the concept of evolving mental retardation and of psychoses which,
after they have burned themselves out may take the form of mental retar-
dation, was being described, attempts were made to get away from the rigid
distinctions used in the classification of diseases. This movement will have
obvious repercussions on the character of institutions, if it is desired to meet
not imagined but real needs in a dynamic approach allowing for a more opti-
mistic evaluation of long-term future possibilities, provided that adequate
and continuing action is taken,

The need to ensure continuity of action. Continuity assumes that action
can at all times be adapted to needs. As no multipurpose institutions exist it
must be possible to transfer patients from one establishment to another;
too often these establishments work in isolation and are too strictly defined
in terms of age limits, health or educational orientation and attachment
to a particular ministry,

The integration of as many people as possible in a social and occupational
environmen! as near normal s possible. There are far fewer sheltered work-
shops in France for persons who cannot adapt to a normal working environ-
ment than occupational therapy centres, the number of which is increasing
rapidly. (According to a recent survey by the MNational Syndicate of Asso-
ciations of Parents of Maladjusted Children, there were 102 centres at the
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beginning of 1971, 135 at the beginning of 1972, 160 at the end of 1972 and
195 on 1 October 1973.) This seems to be because the occupational therapy
centres are easier to administer financially than sheltered workshops.

The policy followed by the French authorities

The Circular of 16 May 1972 conceming the programme for organizing
and equipping the départements for the control of mental illness and mental
deficiency in children and adolescents, issued by the Ministry of Public Health
and Social Security and the Secretary of State for Social Work and Re-
habilitation, marked a turning point in official policy.

Among the measures proposed, special mention should be made of:
the introduction of educational facilities in the health establishments and
of better facilities for medical care (in particular with regard to psycho-
therapy) in the medico-educational establishments; the revision of the criteria
of admission to medico-educational establishments, which were over-restrictive
with regard to LQ. and the existence of associated disorders; the admmission of
patients with relatively stable functional disabilities to medico-occupational
institutes: vocational training adapted as far as possible to working conditions
in the modern world.

It was also recommended, in order to ensure continuity of action, that
integrated systems of institutions be set up. Finally, the need was emphasized
to coordinate all action taken at the département and local levels in order to
achieve greater effectiveness and truly community-based care.

It is important to mention that the Joint Committee on Maladjusted
Children set up by the Commissariat général au Flan, opted in February 1970
for sheltered workshops, provided that clear rules were laid down for financing
their administration. It considered that sheltered workshops were more ef-
fective, since managers had an additional incentive afforded by the uncertainty
of whether they would be able to cover running costs, Under the new arrange-
ment, occupational therapy centres would remain, but only for the most
severely disabled. If the Committee’s wishes were met, the sheltered work-
shop would have an occupational and industrial orientation, while the oc-
cupational therapy centre would concentrate essentially on ergotherapeutic
activities.

Conclusions

Official policy in France secms to have reached an important turning
point. The authorities are reconsidering the role of the various institutions.
Problems of quality are taking precedence over those of quantity. In addition,
the real needs for traditional institutions seem on the whole to have been
met, whereas theoretical needs have not. This is because the estimates on
which French planning was based were excessive, and in fact have had to be
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reduced with each new plan, (These estimates were based on the average of
extrerie evaluations made in other countries.) Clearly, too, quality and quan-
tity are closely linked and this hinders long-term planning when concepts
are changing fairly rapidly, as at present.




Amnex IET

SERVICES FOR THE MENTALLY RETARDED IN SPAIN
Dr A. Navarro”

Introduction

Spain has an area of 500000 square kilometres and a population of
34 million. From the socioeconomic point of view, it is a capitalist country
moving towards socialism. It has a gross national product of 2 500 000
million pesetas (US$ 40 000 million), which represents a per capita income
of $1127 (1972); it may, therefore, be stated that Spain is on the way to
becoming 2 developed country.

Mental retardation

Awareness of this problem is of recent date. Before 1960 there were no
mentally deficient persons as such in Spain, only oligophrenics. Today we
still have no legal definition of mental retardation; nevertheless, the diagnostic
centres of the public health services use the ICD, except for Category 310,
“horderline mental retardation”, in accordance with the recommendations
of the WHO Expert Committee on Mental Health (1968).

To determine the prevalence of mental retardation, we have conducted
a number of surveys and made an intensive study in connexion with the
granting of funds to the social security services for oligophrenic subjects
less than 18 years of age with IQs of less than 50. We found 37 000 cases
in a population of 18 million, i.e., a prevalence of 0.2%, from which it can
be calculated that there are some 70 000 cases in the country as a whole.
Since it can be assumed that, if all degrees of oligophrenia, including cases
with 1Qs of less than 50, are taken into account, the prevalence will be four
times as great, we arrive at a total of 280 000 cases in the population less
than 18 years of age.

Organization of services for the mentally retarded

In Spain, services for the mentally retarded are provided in the public
sector, the semi-public sector and the private sector,

% Chief Physician, Mental Health Centres Section, National Patronare for Pry-
chiatric Carc, Madrid, Spain
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The public sector

Responsibility for the care of the mentally retarded is shared among
five bodies, as described below.

Ministry of the Interior. Three directorates-general have tesponsibilitics

in the field of mental retardation,
The Directorate-General of Health is responsible for multidimensional

diagnosis, advice on treatment, health education of the public and prevention,
and collaborates in the training of technical personnel and in some research
programmes.

Since 1965, mental retardation diagnostic centres have been set up by
the Directorate-General of Health throughout Spain; there are at present
38 such centres. The network covers the entire country, with at least one
centre per department. Multidisciplinary teams comprise the following
personnel: | chief psychiatrist, 1 assistant psychiatrist, 1 psychologist, 1 nurse,
1 social worker and 1 medical secretary.

All centres call upon paediatricians, opthalmologists, otorhinolaryngolo-
gists, and health education specialists for assistance: the last-named advise
families on the measures they should take and on the use of available services.

The chief advantages of this network of diagnostic centres are that they
help to provide an overall view of the problem and to make services generally
available throughout the country. There are, however, certain disadvantages:

— the inadequacy of the system in the most heavily populated depart-

ments, even though some centres have 3 or 4 teams: we consider
that there should be 1 centre per 250 000:

the shortage of treatment centres, especially with regard to education
and special rehabilitation; this is the cause of deep-rooted hostility
and frustration on the part of families;

2 kind of clogging up of the administrative machinery resulting from
the excessive number of forms which have to be completed in con-
nexion with the numerous requests for the economic assistance that
has been made available in recent years, thereby preventing centres
from devoting themselves to outpatient treatment.

The Directorate-General of Health has 5 hospital centres for medical
trainirg with a total of 1200 beds.

With regard to prevention, we have drawn up 2 plan which is based on
the following priorities.

(1) Prevention of prematurity and high-risk pregnancies. In Spain 15 000
premature infants with muitiple handicaps are bom every year (20 per
1000 births). These figures could easily be reduced by one-half,




(2) Prevention of toxoplasmosis. This affects 900 children each year
(1.2 per 1000 births). If a suitable prevention policy were applied, the
proportion could quickly be reduced by one-third.

(3) Prevention of rubella. This affects 350 children each year (0.5 per
1000 births). Prevention could wipe out the disease completely,

(4) Prevention of congenital syphilis, the incidence of which is estimated
at 350 cases per year {0.5 per 1000 births).

(5) Prevention of matemal sensitization to the Rhesus factor, which
occurs in 4 births per 1000.

(6) Prevention of genetically determined diseases (mongolism, amino-
acidura, ete.).

(7) Prevention of cytomegalovirus disease.

With this plan of action, we hope that the total incidence can be reduced
by 30%—40%; in contrast, we have little hope that family planning will
reduce the incidence of mongolism. We do not agree with therapeutic abor-
tion which is practised in some countries after intrauterine diagnosis.

The Birectorate-General of Health also organizes courses and seminars
and awards fellowships for the in-service training and further education of
personnel. In addition, it carries out many research projects, especially in
the epidemiological field.

Likewise, in the Ministry of the Intedor, the Directorate-General for
Social Welfare is responsible for providing assistance to severcly mentally
retarded persons. It currently has 1000 beds, and work to establish new
centres is in hand, This Directorate-General provides economic assistance
to families so that their mentally retarded children can be treated in special
centres. This assistance amounts to some $500 000 per year.

Finally, the Directorate-General of Local Administration controls, to a
certain extent, the activities of the local authorities, the provincial diputa-
ciones and the municipal authorities.

The provincial diputaciones are responsible for public assistance, and
for psychiatric assistance in the departments. Almost one-half of the psy-
chiatric beds in the country belong to the diputaciones (16 Q00 beds), of
which 30% (about 5000) are occupied by mentally retarded persons.

Some diputaciones have special centres for the mentally retarded, and
most of them help financially in assisting or placing mentally retarded per-
sons. Similarly, some municipalities have set up centres for the mentally
retarded, and also provide financial assistance.

The number of places available in institutions, or for those receiving
outpatient trestment, is, however, very inadeguate; the same applies to the
total funds available, with the result that, in order to obtain the necessary
- sums, applications have to be made to several sources.
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Ministry of Education and Science. This is responsible for specialized
education and vocational training for the mentally retarded. There are at
present some 70 000 places in the public and private sectors. We consider that
another 140 000 places are peeded to cope with present demands. Further-
more, the existing places are all more or less of the same type and in practice
it iz very difficult to place each mentally retarded subject at the appropriate
level.

The Ministry grants economic aid for the special edueation of the mentally
retarded less than 18 years of age whose 1Qs lie between 45 and 85, the total
amount being equal to $2 million annually. The amount of aid requested is
far greater than the funds available, which are quite inadequate to cover ex-
penses.

The Ministry is also responsible for the training of pemsonnel in various
disciplines who look after mentally retarded persons with general deficiencies.
It is also responsible for gencral resesrch programmes, but the field of mental
retardation has so far received very little attention.

Ministry of Labour. This is responsible for the welfare, rehabilitation and
general employment of handicapped persons, and for the vocational training
of adults. It accepts mentally deficient persons who have a handicap of over
33%.

To this end, it recently set up a National Service for the Recuperation
and Rehabilitation of the Physically and Mentally Deficient. This Service

has a national network of units for assessing deficiency, organizes vocational
training courses for the handicapped, and collaborates with other institu-
tions. In addition, it provides training courses for teachers and instructors.
The Service has 83 collaborating centres and 38 sheitered employment cen-
tres; it promotes the establishment of sheltered workshops and employment
in industry.

Among the disadvantages, the insufficient number of sheltered jobs
and the small number of sheltered workshops should be singled out; in
practice, this results in a considerable number of mentally deficient per-
sons reaching the final stage of rehabilitation without any possibility of
going beyond it.

Moreover, we feel we should voice our disagreement with the emphasis
that is currently placed on economic aspects as far as protected employment
is concerned: in our view, the essential function of a sheltered workshop is
not the production of goods. When an undertaking provides work for persons
suffering from deficiencies, it merits assistance for that reason alone, re-
pardless of its production levels and profitability, in accordance with the
prnciple of national solidarity that is extensively applied to other under-
takings which also do not make 2 profit but are of national importance.

The social security spstem. This is responsible for providing medical
and pharmeceutical assistance to workers and other beneficiarics, with the
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exception of psychiatric hospital care for chronic patients. It is also active
in the field of social welfare, providing economic assistance equal to $20
per month for each deficient person or beneficiary; this represents some
5200 million per year.

Among the disadvantapes of the system is the fact that psychiatric
hospital care for chronic patients is excluded, so that this form of care is
not available to the mentally deficient. In addition, the effectiveness of
indiscriminate assistance of the passive type is doubiful, to say the least.
We have the feeling that this system has been greatly expanded in the last
few years as an attempt to make up hurbedly for the lack of a proper net-
work of services.

Council for the Protection of Minors. This is responsible for handi-
capped minors who have no family. It maintains several residential centres
for such persons.

Coordination between ministries. An Interministeral Committee for the
Welfare and Education of the Mentally Retarded (CISUB) exists to coordinate
efforts in the field of mental retardation. Nevertheless, this Committee has
not, in practice, proved to be as effective as had been hoped.

The semi-public sector

The National Federation of Associations of Parents of the Mentally
Retarded may be mentioned here; all the local associations, of which there
are 83, are affiliated to this bedy.

These associations operate independently of the administration, but
their drive and efficiency act as a stimulus to the Government. Their activi-
ties are not restricted to maintaining defective persons and making the public
aware of the problem; they also organize welfare centres. They are financed
by contributions from their members.

Cther institutions in this sector are;

the savings banks, which maintain a number of centres,

the Spanish Caritas, which has a Secretariat for Special Education,

Salus Infirmorum, which provides training for personnel,

the Orden Hospitalara de San Jean de Dias, which maintains several
centres.

The private sector

There are in Spain a number of private clinics and schools for the mentally
retarded, but their fees are fairly high, thus making them inaccessible to most
families. There are also some private cooperatives and workshops for the
mentally retarded, but their numbers are limited.

335




Social integration

We cannot say at this stage that we have achieved the social integration
of the mentally retarded; this is still nothing more than an objective. Generally
speaking, Spanish society does not accept the mentally retarded except in
Tare cases.

Our society is imbued with a highly developed spirit of competition.
Rejection in the family and at work is frequent. This indicates how dif-
ficult a task it is to integrate mentally retarded persons in an environment
which sometimes rejects even normal people. There are two circumstances
in particular which hinder integration: the tendency to place mentally re-
tarded children in residential institutions, especially if such centres are in
remote localities, and the length of stay, which is often unnecessarily pro-
longed.
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Amnex IV

SWEDISH EXPERIENCE WITH COMMUNITY-BASED SERVICES
FOR THE MENTALLY RETARDED

Dr K. Grunewald?

Introdoction

In Sweden, a comprehensive law covers the majority of services and
assigns responsibility for them to the county councils, although the state
authorities are responsible for ensuring that the law is obeyed, implementing
programmes, and checking the standard of the services provided, etc. Sup-
plemented by other legislation, this law covers all the basic needs of the
mentally retarded throughout their entire lives, from hospitals to partial
social assistance, and from preschool to vocational training. Everything
is done to ensure that, as far as possible, the mentally retarded are treated
in the same way as ordinary members of the community .

The law of 1968 on provisions for certain mentally retarded persons is
thus a supplementary piece of legislation which covers the special needs of the
retarded. This means that the persons concerned still retain all the ordinary
rights of other citizens. For many retarded persons the special needs are all
important and complete care is then provided; others are in need of help for
only a short period in their lives or for certain special purposes. Thus, for
example, help is provided under the law to roughly twice as many persons of
school age per annual cohort as in the younger and older age-groups. If, as
happens in Sweden, different bodies are responsible for different rights,
namely the county council and the local authority, it is only too easy for
conflicts to arise between them. This question will be discussed later.

Guidelines for the provision of services
The following guidelines have been laid down.

(1} Services must be provided as early as possible so as to enable the
mentally retarded to lead as normal a life as possible. Barly help is more
effective and generally less is needed than if it is provided at a later
stage. This means that help and support must be provided before dis-
abilities have multiplied and become irreversible. Help should be given
while the mind is most malleable, as with children, and when parents
most need it.

2 Head, Division of Mental Retardation, Nationsl Board of Health and Welfare,
Stockholm, Sweden.
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(2) Bervices must be provided under conditions as close as possible to
the ordinary living conditions of the mentally retarded in order to ensure
that they remain integrated in the community to the extent that this is pos-
sible and reasonable.

This means that needs should be met in the environment in which they
arise: at the parents’ home or in the adult retarded person’s own home or
lodgings. Everything must be done to ensure that a child stays with its parents:
a child’s psychological needs are almost always more important than the
special needs arising from its disability. When such a system of family and
outpatient care is fully operational, residential institutions will only be of
secondary importance. Commitment to such institutions will be for as short
a period a3 possible.

Definition of mental retardation

The change from institutional care to community-based services has
had an interesting effect on the definiton of mental retardation. The law of
1968 is concemed with those for whom, by reason of retarded mental de-
velopment, the public sector has to make “special” provisions, whether
with regard to education, integration in the community, or in other respects.
The term “mental development” is related to intellectual ability, but the
degree of retardation at which the special provisions are required is not speci-
fied. It is essential, therefore, to determine in each individual case whether
there is a need for the measures provided for in the law.

As far as the traditional IQ tests are concemned, the practice has usually
been to regard those with an IQ of about 70 or below as mentally retarded:
a more flexible approach is now being adopted, however, with regard both
to IQs above 70 and those below that figure. In general, the term “mentally
retarded” has so far been nsed in Sweden to designate a smaller population
group than, for instance, in Denmark or the United States; that group may
become even smaller in the future, thanks to the rehabilitation of many re-
tarded children after they reach school age.

Principles of planning

The basis for the planning of services must be the normal community.
Services must be integrated so as to reflect the view that assistance is a unity
and not the responsibility of a number of separate specialized bodies. They
must become increasingly comprehensive, and the flow must be from the
outside (society) into the institution, and not the other way round. For this
reason, specialists in charge of services and supervisory staff must not be
closely associated with institutions. All services must be based on the specific
needs of the mentally retarded and all must be regarded as of equal importance.
Priority must not be given to round-the-clock services 1o those in residential
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institutions. It will then be possible to develop home care and other types
of community-based services. A further consequence of the principle that the
mentally retarded should be cared for in the community is that greater re-
sponsibility must be assigned to the various types of specialist whose skills
can be used in the provision of services. As far as possible, such services
should be bought; this is preferable to setting up specialized bodies as part
of the health care system.

There is an obvious need for a group containing representatives of the
various disciplines to be responsible for coordination. Only then can resources
be fully uted, and new resources correctly identified and located. If the group
is to be effective, it must have responsibility for its own budget and political
supportt.

Care at home
Pefinition and content

The 1968 law states that, if a mentally retarded person requires care
but does not need to enter an institution, the county council is responsible
for ensuring that such care is provided at home, through its Board for Pro-
visions and Services to the Mentally Retarded.

Care at home thus implies regular visits by personnel of various types
{medical staff, home helps, occupational therapists, speech therapists, physio-
therapists, social workers, etc.). Children can also be taupht at home. Every
effort is made to coordinate the various activities with those of bodies out-
side the competence of the Board.

The effect of giving parents greater support, in terms both of finance
and of the assistanice provided by trained personnel, has been very marked.
Parents are now much more willing to keep mentally retarded children at
home (sometimes with occasional periods of short-term residence in insti-
tutions), and only a few county councils now have waiting lists for admission
1o residential institutions. The number of children between the ages of 7 and
16 yeats who live at home and do not participate in daily activities is less
than 100.

Adults

Home care is provided to those adults who live with relatives but who are
too far from a day centre for attendance to be possible. They are then visited
regularty by an occupational therapist or other person who tries to encourage
them to take up activities of the type provided at the centre. These may some-
times consist of elementary training in the activities of daily living (ADL), or
social training to make it possible for the retarded person to be transferred
eventually to a group home (se¢ p. 42, Communal living for adults). The day
centre provides the home visitor with a satisfactory base for her activities. As
a means of achieving the aim of ensuring that all adult retarded persons who
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live at home and are unable to work should spend their days at 4 day centre,
she will occasionally take such persons with her to the centre and introduce
thern to group activities; this seems to be of great importance.

The team responsible for the home care of adults should consist ideally
of a social worker, an occupational therapist and a physiotherapist. It may
also include a home help employed by the local authority, and a nurse or
other person with specialized training,

Children

Int the case of children, the team should consist of a social worker, a child
psychologist and a physiotherapist, together with 2 nurse, a teacher and a
speech therapist for the older children. It is most important for the social
worker to be present together with the physician when the parents are told
for the first time that the child is handicapped. They almost invariably need
crisis therapy, which should preferably be provided by those who will con-
tinue to provide supportive services aftar the child has come home.

The child should, as soon as possible, attend a day nursery, preferably
integrated with one for nonhandicapped children. Only those who live too
far away from such a day nursery should be visited in their homes by a pre-
school teacher once a week. The trend is not only to integrate preschool
classes for retarded children with classes for nonhandicapped children, but
also to teach mentally retarded children as individual members of such classes.
The number of children in the class may then have to be reduced slightly
50 that one or two handicapped children can be included, and the help of
4 special agsistant is usually required. In addition, since the preschool teacher
will usually have had very little training in dealing with handicapped children,
ghe must be given suitable advice.

Two further requirements must be satisfied if parents are to be able to
keep their children at home:

(1) they must be reimbursed for the extra costs involved; and

(2) it must be possible at all times to relieve the burden on parents by
admitting children to residential institutions for short periods.

Foster homes

Mentally retarded children can be cared for in families other than their
own, and this has proved a valuable alternative to institutional care. A child
who has been a burden to his own family can be an asset to another family.
The system is not easy to develop and there are unfortunately often practical
reasons for placing the child in an institution; this is seldom preferable,
however, uniess the child is in need of special help. Difficulties arise mainly
in meeting the requirement that the foster parents’ home must be close
enough to a school to enable the child to attend daily,
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Services for children and young people 7—20 years of age

In the past, we have not only overprotected the mentally retarded at
school and in daily life, but have also protected society against the handi-
capped. When we now try to integrate them we find, often to our surprise,
that society is quite willing to accept them as they are, with their handicaps.

There are, of course, mentally retarded children who should not, or
cannet, be forced to enter society today. It would be inhuman to do so. The
most severely affected among the retarded should not, however, as has been
the case up to now, be the group that sets the pattern for the services to be
provided to the majornity.

Integration of special classes

Previous practice was to build large boarding schools, but it has been
found in recent years that their pupils could be taught just as well in special
classes inteprated with ordinary schools and remain at home with their
parents. For pupils who live too far away from the school for this to be
possible, we have provided small homes containing not more than 56
pupils, in which they can stay for 5 days a week, instead of boarding schools;
these homes are scattered throughout the community and are integrated in it.

Some full-time residential units are, however, still necessary. We then
try, as far as possible, to keep the activities of daily life separate from school
activities, but one-third of the classes still have to make use of premises
intended for accommodation purposes.

Practically no problems arise at school, as far as the relationships between
handicapped and normal children are concerned. The successful integration
of the so-called training schools is of special interest.

in the case of those children who attend the special basic comprehensive
school for the mentally retarded, studies have shown by and large a preater
degree of social maturity among those living at home, as compared with those
in the various residential facilities. No other differences could be found.

In the case of those attending 2 training school, in contrast, the opposite
seems to be true; here, apparently, it is the boarding school that tends to
promote social development.

Adolescents

FEducation is compulsory for mentally retarded adolescents up to 21 years
of age. For many members of this Group, living away from their parents
forms a valuable part of their training, We therefore recommend special group
homes (see p. 42, Communal living for adults) for this particular group.

Vocational guidance is an important component of the services pro-
vided at school, and full-time staff must be available for this purpose. Some
of the vocational training can, if necessary, be providad at the place of work.
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Day activity centres and sheltered workshops

Day activity centres for adults who are unable to work in a sheltered
workshop are the most important community-based service in avoiding the
need for residential care. The number of persons attending such a centre
should be not less than 10 and not more than 60; in Sweden, the average
is 20. Of such persons, 67% live with their relatives and 25% live in group
homes (see below) or on their own.

The emphasis is on traditional and industrial occupational therapy, and
to an increasing extent on ADL training, social training, motor training and
adult education. A small proportion of those attending day activity centres
are unable to take part in orgamized activities for any length of time, and
attend the centres mainly as part of their datly care; no retarded adult is thus
too severe a case to be admitted to a day activity centre.

Although the activities at such centres do have a certain effect as regards
occupational training, and a few trainees can subsequently be transferred to
sheltered workshops, the main aim is to develop an independent and har-
monious personality.

In recent years, more persons have been transferred from sheltered work-
shops to day centres than the reverse. This is partly the consequence of the
state of the labour market and partly of the fact that personality develop-
ment is often better when part of the day is devoted to social and other forms
of training instead of work. The ratio of the total number of persons in day
centres to those in sheltered workshops is 5:3. Two-thirds of those employed
in such workshops work in special units for mentally retarded persons and
one-third work with persens with other forms of handicap.

Employment

Mentally retarded persons capable of working need special help in
finding a job. Many then need no further supervision, but others need con-
tinuoys support. Some may require help with accommoedation, whether
they live on their own or in a group home (see below).

Sweden has no quota system whereby employers are required to employ
a certain proportion of handicapped persons, but the state pays 40% of the
wages of any handicapped person employed. This subsidy has not as yet had
any great effect, even though it also applies to those already in employment
who become handicapped.

Communal living for adults
Only 6% of all adults to whom services are provided in Sweden live in
hospitals, a5 compared with 45% in residential homes. Even though there is a

fairly large number of such homes (119 with an average of 77 beds each) and
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even though they are usually community-based and socially oriented they do
not really help in achieving the aim of integrating the mentally retarded in
society. A system of group homes has, therefore, been developed, of which
there are now 150 with an average of & places each; these have been established
during the last 5 years. Most consist of 2 flats, each housing 3—5 persons.
It has been found in practice, however, that tumover in such homes is high,
since this form of accommodation seems to develop greater independence
and an ability to live in the community. Thus about one-third of those who
have so far moved into such homes have subsequently, either alone or with
another person, moved into a private flat, often adjoining the home. Some
1000 adult retarded persons have moved into their own homes during the
years in question, in addition to the 1150 living in the group homes,

About one-half of those living in the group homes originally came from
residential homes, and 22% previously lived with their parents. The remainder
came from young people’s boarding homes, other institutions, ete.

It is of decisive importance for the success of living in a group that the
group members have some form of occupation outside the home. Thus, of
those living in group homes, 41% attend day activity centres, 26% work in
sheltered workshops, and 13% have ordinary jobs. The remainder have other
kinds of acecupation.

In the early years, certain difficulties were encountered in opening such
group homes. The risk of hostile reactions was found to be lowest in areas
of low neighbourhood group integration, and where a sense of ownership
was poorly developed. The decisive factor, however, is the size of the group
of retarded persons to be integrated.

The number of mentally retarded personsin group homes is to be doubled
over the next few years. 5o far, those who have moved into such homes have
mostly been the mildly retarded, together with a few moderately retarded
persons. In the future, group homes will also be established for moderately
retarded persons with physical handicaps. Such homes have proved to be 2
realistic alternative to life in an institution, and a good starting point for
an even more independent way of life.

Leisure activities

Life is made up of work, day-to-day activities, and leisure, We have so far
paid greater attention to the first two of these, as far as the mentally retarded
are concemned. In fact, however, leisure activities provide a valuable yard-
stick of the extent to which the mentally retarded have been integrated in
society. The question of the degree to which activities should be specially
organized for the retarded, and the degree to which they can be integrated
in the ordinary activities of the community, however, must still be kept under
continuous Teview. ‘

Particular attention must be paid to the need for laisure activities for
young people living at home, and for those living in group homes for adults.
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This need has not yet been satisfied in Sweden. If an adult retarded person
fails to make a success of life in a group home, this can usually be ascribed
to difficulties in connexion with outside and leisure activities.

Adult education

A large number of adult education courses are available in Sweden. The
aim is to help those who, as children, failed in some way to fulfil their edu-
cational potential. A major effort is being made to provide adult education
te the handicapped, and even to the mentally retarded (in the latter case
at the “training” Jevel). Use is made of study circles organized by adult
education associations which are heavily subsidized by the state and by many
municipalities and county councils, of an increasing pumber of “folk high
schools™ (boarding schools for adult education), and of certain municipal
schools and adult education courses.

Requirements for the care of the handicapped in the community
Allowances and pensions

There is a special state child-care allowance for handicapped children
under 16 living at home, as well as a state disability pension for those over
16. In addition, nursing allowances are paid by the county councils for special
reasons, irrespective of age.

Transport

Most urban municipalities and some of the rural communities have organ-
ized transport setvices for the handicapped, usually by taxi, together with
cars and buses fitted with special equipment, and provided at substantially
reduced charges. In general, however, there are restrictions on travel if it is
net connected with education, rehabilitation, medical care and work (this
includes attendance at day centres).

Free technical aics

The state reimburses the total cost of technical aids for the handicapped.
These include not only the obvious items, but also, within certain limits, aids
to daily living that are not speciaily designed for the handicapped, e.g., type-
writers, tape-recorders, and dishwashing machines.

Aid for special design and equipment

state aid is given for the special design and equipment of residential units
for persons suffering from severe handicaps. The municipalities or the county
councils are often involved as sponsors and many of them have adopted local
programmes and regulations of their own aimed at improving and supple-
menting variows services for the handicapped.
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Buildings

A Building Code was drawn up in 1965, aimed at creating an environ-
ment which, in the long run, would ensure that elderly persons and handi-
capped people remain active. This Code lays down that in all buildings, those
parts to which the general public has access or which constitute work-places
shall be designed, as far as is reasonable, in 2 manner rendering them acces-
sible to, and useable by, persons whose mobility or ability to orientate them-
selves is restricted by age, disability or sickness. This requirement, however,
applies only to new buildings and to buildings under reconstruction which
require a new building permit.

Health services

Health and medical services in Sweden are the responsibility of the same
county council department as is responsible for services for the mentally
retarded. There are, nevertheless, prablems of coordination as services for the
retarded have to rely on medical consultation services, and visits by mentally
retarded persons to health centres and hospitals necessarily take up more time
than those of ordinary people. In addition, medical personnel receive only
very limited instruction in the field of mental retardation.,

The legal situation of mentally retarded adults
Legal incapacity

Mentally retarded persons become legally competent on attaining their
majortty, unless they are declared legally incapable by a court. Such a decla-
ration can be made in respect of any person who is certified by a pscyhiatrist
to be incapable of looking after himself or his property by reason of mental
disease, mental retardation or other mental disorder.

This system does not allow for the new forms of personal supervision
now available to many adult retarded persons, and the legistation on guardian-
thip is therefore under revision.

Marriage

Swedish legislation no longer imposes any general ban on the marriage
of retarded persons. If the person concerned understands the legal impli-
cations of marriage, he is entitled to marry. If he has a guardian, however,
he must obtain the latter’s permission. If such permission is not forthcoming
the case can be brought before a court.

The whole question of marriage is now regarded in an entirely different
way in Sweden since, in recent years, it has come to be generally recognized
that adults can live together without being marred.
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Administration

One of the problems in providing services to the majority of mentally
retarded people — as with other handicapped persons - is that their general
rights as citizens must not be taken from them, while at the same time their
specific needs must be satisfied. This problem is particularly acute since
retarded people are so few in number that the catchment area for specialist
services is often larger than that of the local authority responsible for the
general rights of citizens. Tt is then necessary to organize close collaboration
across administrative houndaries (where the authorities involved are at dif-
ferent governmental levels), and to develop an integrated and comprehensive
service.  The atternpt has been made in Sweden to achieve this, as follows:

(1)} Under the law on social welfare, the Social Welfare Board is required
to familiarize itseif thoroughly with the needs for care of each individual
person and to ensure that they are satisfied.

{2) The county councils, which are wholly responsible for all the specific
needs of retarded persons, including those which can be satisfied in their
own homes, are required by law to collaborate with the local authorities.
Thus, for example, the council may pay the board of governors of the
local school to run special classes for mentally retarded children, and
may also provide the necessary specialized personnel.

(3) Active case-finding is required by law at both administrative levels.
Under the law on social welfare, every municipality is required to ensure
that those who reside in it receive such care as, in the light of their needs
and other conditions, may be considered as satisfactory. A booklet has
been circulated by the state to all Swedish citizens to inform them of
their social and medical rights.

(4) To facilitate communication between the various public services,
and between such services and organizations of or for the handicapped,
joint councils for the handicapped have been established at the national,
county and municipal levels.




Appendix

PROVISION OF SERVICES TO THE MENTALLY RETARDED
IN SWEDEN (1973)

Table 1. Facilities

Average no,
- Na. of No. of
Type of facility facilities places o: aﬂ?ﬁ:{y
Group homes for adults 186 1340 7
Boarding homes for children and
adolescentsd:
integrated in the community 90 530 &
at boarding schools 26 1940 75
Residential homes for adulits 119 9185 77
Residential homes for children 4gb 2282 47
Residential homes for blind and
deaf adults 3 236 78
Special hosgpitals® 6 1667 260
Day nurseries 46 567 12
Day activity centres {occupational
cantres) 117 2513 21
Sheltered workshops 31 906 29

& .
Group homes for adelescents are included here.

b . . . . . .
Of these residential homes, 10 are situated in the same grounds as residential
homes for adults.

Z . .
For retarded persons in need of special care.
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Table 2, Special schools

No. of classes

Type of school

Basic

Training

Vocational

Preschool schaal school school Total

Special schools

integrated with

ordinary schools 50 3567 113 60 580
Segregated special

schools 82 &1 104 70 nz
Baarding schools 38 123 89 04 344
Special schools at

residential homes 51 — 107 23 181
Total 221 541 a13 247 1422

The Director of Education and the Director of Care for the Mentally
Retarded in every county council inform the National Board of Education
and the National Board of Health and Welfare of the number of mentally
retarded persons receiving care and services on 1 May and 1 November each

year,

Tabie 3. Total number of registered mentally retarded persons on 1 May 1973

Percentage of

Category Nurnber % the population
of Sweden®

Children and adolescents 13759 385 -
Adults 18 366 514 -
Persans receiving services in

accordance with the 1968 law 32125 - 0.40
Persons receiving services by

other means 883 2.5 —
Registered persons not receiving

any services 2686 7.6 —
Total number of registered mentally

retarded persong 35 704 100 0.44

2 8 millian
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The above-mentioned 2696 persons, registered but not receiving any care
or services except a disability pension on the grounds of mental retardation,
are excluded from the following tables. They are made up, in part, of re-
tarded persons who have been discharged from varous types of special
services, and, in part, of persons receiving care at institutions run by bodies
other than the Boards for Provisions and Services to the Mentally Retarded
(3 minority receive care in mental hospitals) and retarded persons awaiting
care and services.

Table 4, Living conditions on 1 May 1973 of all mentally retarded persons
receiving care and services in accordance with the 19638 law

Children and
dul
Place of residence adolescents Adults Total
No. % No. % No. 1)

Parenta! home 7801 567 5690 31.0 13491 420
Own home 34 0.2 1320 7.2 1354 4.2
Other private home

(foster-home, family care 498 3.6 BL7 3.0 1058 3.3
Boarding home 2231 16,2 9 0.1 2240 7.0
Group home 121 0.9 1046 57 1187 36
Residential home 2592 188 8194 446 10786 336
Special boarding school® 124 0.9 - — 124 0.4
Special residential horme? 9 0.1 214 1.1 223 07
Special hospital® 312 23 1138 62 1450 45
Other a7 0.3 198 1.1 236 0.7
Total 13759 100 18366 100 32125 100

? For retarded chitdren and adolescents with behavioural problems.
b For retarded blind and deaf adults.

[+ i n
For retarded persons in need of special care,

49




Table 5. Activities on 1 May 1973 of all mentally retarded persons

receiving care and services in accordance with the 1968 law

- Children and Adults Total
Type of activity adolescents
No. % Neo. % No. %

Preschool, day nursery 1403 10.2 - — 1403 4.4
Basic school 4694 334 —_ -~ 4694 143
Training school 2767 201 - - 2767 8.6
Vocational school 2084 16.1 - — 2084 6.5
Separate teaching 1686 12.3 — — 1686 5.2
Care at home 446 3.2 291 hd4 1437 4.5
Occupation at residential

home or special hospitat - — 75H42 411 7542 235
Day activity centre

{occupational centre) — — 2402 131 2402 7.5
Sheltered employment - — 1551 8.4 1551 4.8
Employment in the open

labour market - - 1629 g9 18629 5.1
Not taking part in any

activity 779 57 4251 237 5030 156
Total 13759 100 18366 100 32125 100
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THE NETWORK OF MEDICAL, PEDAGOGICAL AND
REHARILITATION SERVICES FOR THE MENTALLY
RETARDED IN THE USSR

Professor D.N. Isaev®

The last decades have seen a sharp decline in child morbidity and a de-
crease in the incidence of dangerous and serious diseases. By comparison with
the improvement in the peneral health of the population, the proportion of
patients suffering from mental retardation has remained relatively high. In this
connexion the organization of the detection, ireatment, education, training re-
habilitation and resocialization of such patients is an important and essential
part of psychoneurological care.

Among mentally retarded patients, a large proportion suffer from oligo-
phrenia, a term which covers hereditary, congenital, early acquired, stable,
and general, mental underdevelopment with predominance of intellectual
defect.

The fundamental principles of Soviet public health with regard to patients
with oligophrenia and other forms of mental retardation are:

(a) the creation of the conditions necessary in order to compensate for
the defect;

(b) social adaptation; and

{c) the prevention of disablement.

Assistance to the mentally retarded, like the care of all other patients in
the USSR, differs according to the degree of mental underdevelopment and
the clinical condition of the patient. The care is graded in character, i.¢,, ¢ach
patient, for the duration of the treatment, is passed from one institution to
another in accordance with the changes in his age and condition and the aims
of the curative and corrective measures.

The great diversity of the institutions, which have different tasks and dif-
fer in the clinical condition of their patients, requires them to be under the
direction not only of the Ministry of Health and the Ministry of Education,
but also of the Ministry of Social Security.

T Head, Department of Psychiatry, Leningrad Medical Paediatric Institete, Lenin-
grad, USSR,
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The overall coordination of the efforts of the various apencies for the
study of the prevalence of mental retardation, for multidisciplinary research
on oligophrenia and for the scientific and methodological guidance of the work
on the diagnosis and social adaptation of patients, is entrusted to an all-union
so-called “problem commission”? This commission includes representatives
of the Academy of Medical Sciences, the ressarch institutes, the ministries of
heaith, education and social security, and staff engaged in public health
practice.

The preventive orentation of Soviet public health, the fact that care is
frce, and the accessibility of care, make it possible to prevent the occurrence
of conditions and diseases leading to mental retardation. Thus, for example,
medicogenetic consultations for the examination of families in which heredi-
tary oligophrenia already exists, make it possible to prevent the birth of chil-
dren likely to suffer from mental retardation. The surveillance, in women's
consulting rooms, of fetal development, which is carrded out in virtually all
pregnancies, provides a good opportunity for preventing fetal abnormalities.
The fact that nearly all women give birth in medical institutions reduces the
nisk of perinatal pathology, which in a high percentage of cases leads to re-
tardation in mental development.

The comprehensive sanitary and epidemiological measures taken to reduce
the morbidity among children due to infectious diseases is yet another measure
for preventing mental underdevelopment.

The avoidance of conditions leading to mental retardation is also pro-
moted by extensive hygiene measures, the creation of healthy living condi-
tions, and improvements in the diet of the population; the possibility of such
improvernents is increasing, thanks to the rise in the standard of living.

Early detection of oligophrenia takes place in units for the newbom with-
in nursing homes, and in children’s hospitals.

In the younger preschool-age children, mental retardation can be diag-
nosed by the paediatricians of the children’s créches and polyclinics, usually
on the basis of backwardness in psychomotor development and certain patho-
logicat conditions (aminocaciduria, phenylketonuria, glucosuria, etc.).

At older ages, the diagnosis of mental retardation can be made from the
observation of difficulties in mastering elementary school procedures, inability
to take part in group games, studies, etc. These signs of retarded development
are reported by teachers in the kindergartens and schools. When this happens
the child neuropathologists in the polyclinics and the child psychiatrists in
the dispensaries make the diagnostic decisions.

Seriously mentally retarded young children (from 6 months to 4 years),
if this is essential or if the parents so wish, are sent to psychoneurclogical
homes for children, while children up to 6 months can go to a children’s

2 A commission providing guidance on solving complex problems.
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hospital for children with organic brain lesions. Preschool-age children with a
slight degree of mental retardation attend children's ¢réches or a kindergarten
for the mentally underdeveloped. Children with speech defects go to kinder-
gartens for children with underdeveloped speech. Children with lesions of the
hearing apparatus go to kindergartens for deaf children. This group of children
receive some treatment in sanatoria for patients with cerebral paralysis.

The main type of teaching establishment for children needing special edu-
cation is the supplementary school, or boarding establishment, where for 8 or
9 years children receive not only schooling but also training for work within
their capacity. In addition, some slightly mentally retarded children go to
schools for children with underdeveloped speech, for children with lesions of
the supportivedocomotor apparatus and for deaf children.

Forest sanatorfum schools are used for children with marginal mentat re-
tardation, whose main difficulties are with schooling. In sumrner, special health
Carnps are set up in Tural areas for these children.

The selection and referral of children, for all the educational establish-
ments described, is carried out by a special medicopedagogical commission
consisting of the director of the school, a psychiatrist, a defectologist, a neuro-
pathologist, a speech therapist and the child’s teacher in the general school.

Serjously mentally retarded children, who are unabie to study, are sent
to special children’s homes for the disabled. There, patients with a lesser
degree of intellactual defect, under the puidance of the staff, receive training
for suitably simple wotk.

When a decision as to the diagnosis or degree of mental backwardness
proves difficult, the patients are sent to a mental hospital where, on the basis
of an examination, educational tests, and psychological and clinical investiga-
tions, a final diagnosis is made.

Mentally backward adults with a slight degree of underdevelopment, at
the end of their period of supplementary schooling, are trained as tailors,
metal workers, carpenters, shoemakers, ete. They are able to work in ordinary
undertakings. Patients with a more serious degree of mental retardation, liv-
ing with theit families, work under the guidance of instructors in the shel-
tered workshops of rayon psychiatric dispensaries or in special factories in
cooperatives for the disabled. They also receive a state pension.

Adult imbeciles and idiots go to the homes for the disabled run by the
social security system. If these patients rernain at home, they also receive a
pension.

Patients with mental retardation of various origins are placed on the regi-
ster of psychiatric dispensaries or psychoneurological consulting rooms of
polyclinies. Such registration is essential to permit the periodic examination
of patients, whether they remain with their families or are in organized col-
lectives (spectal schools, sheltered workshops, special factories or normal
undertakings). If necessary, psychiatrists with the help of other staff in the
dispensaries arrange for them to wark, or to go to educational establishments
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or to homes for the disabled, and assume responsibility for their rghts and
propariy.

Child oligophrenic patients of preschool-age are regisiered with the child
psychiatrists who look after the health of the patients placed in the above-
mentioned establishments.

Mentally backward patients with personality disorders of the psychopathic
type, with asocial or antisocial behaviour, and also with oligophrenia accom-
panied by neurotic reactions or psychotic disorders, are placed on the active
register of the dispensaries and receive appropriate treatment under outpatient
conditions. Active supervision of patients requires visits to them at home, and
attendance at dispensares to determine their state of health. The frequency
of such visits depends on the particular nature of the behaviour, and the olini-
cal condition of the patient. In appropriate cases (need for 2 more precise
diagnosis, antisocial behaviour, psychotic disorders) patients are sent for in-
patient investigation and treatment.

Adult patients suffering from debility, but whose social adaptation is good
and who are working satisfactorily in industry, are removed from the psychia-
tric register.

In the USSR, a number of centres are working on problems of mental re-
tardation. The Institute of Defectology of the Academy of Pedagogical Sciences
is doing research on methods of medicopedagogic work with children suffering
from defeots of neuropsychological or sensory development.

In addition, in several research institutes of the Academy of Medical
Sciences and the Ministry of Health, and alsoin certain psychiatry departments
of medical institutes, work is continuing on clinical, epidemdological, psycho-
logical, biochemical, biological and genetic research on the problem of mental
tetardation. Purthermore, the Research Institute on the Assessment of Work-
ing Capacity and the Organization of the Work of the Disabled, and other es-
tablishments are studying the possibility of restorative therapy and the social
adaptation of oligophrenic patients.

Based on the results of epidemiological research carried out, recommenda-
tions can be made with regard to the required number of places in institutions
dealing with mental retardation. Investigations in the field of clinical pathology
are helping to make morte precise the criteria for early diagnosis and to deter-
mine the correct treatment for varous forms of oligophrenia,

The description given here of the network of institutions providing care
for the mentally retarded in the USSE shows that this systern is differentiated,
that it operates at different levels and is comprehensive. This organization
makes it possible to carry out corrective, educational, rehabilitative, curative
and preventive work for the many different types of patient suffering from
mental retardation.

At the same time, new organizational forms are being sought for the
provision of curative, preventive, corrective, educational and social assistance
to patients with oligophrenia and other forms of mental retardation.
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Annex VI

PATTERNS OF CARE FOR THE MENTALLY RETARDED
IN THE UNITED KINGDOM

Dr T.L. Pilkington®

Introduction

To understand the present-day position of services for the mentally re-
tarded in the United Kingdom, it is necessary to know the background. The
isolation of the retarded (along with the poor and the unemployable) from
normal life started with the Elizabethan Poor Law of 1601, [t was not until
the 1300s that special provisions for the mentally handicapped were developed,
inspired by Guggenbithl’s work in Switzerland. The first insitution in England
was the Highgate Asylum in London, which moved in 1855 to become the pre-
sent Royal Earlswood Hospital in Surrey. The Baldoven Institution (now
Strathmartine Hospital) was opened in Dundee, Scotland, in 1854, From
about this period institutions for the mentally handicapped have, in the main,
developed separately from those for the mentally ill: from 1888 to 1948 they
were owned and administered by local authorities, except for a minorty of
smaller institutions run by religious, charitable and private bodies.

Following a Royal Commission the Mental Deficiency Act of 1913 was
introduced and this covered, over the period up to 1939, the service needs of
those of the mentally retarded under some form of statutory care. Attention
was focused, during this period, mainly on their legal control and segregation,
and on preventing them from breeding. The institutions were run on medico-
nursing lines, and functionatly resembled, in many ways, hospitals for the men-
tally ill, which were also largely custodial in character during this period,

Forhigh-grade (“educable™) retarded children in the community, a limited
number of “special schools” {or special classes) were established by local auth-
oty education departments. For the lower-grade (“ineducable™) children,
and adults, there were hardly any provisions other than admission to an insti-
tution. Private developments tended to be educationally orentatad, e.g., the
Mary Dendy Homes near Manchester (1908 onwards) or connected with re-
ligious bodies, particularly noteworthy being the work of the Sisters of Char-
ity of 8t. Vincent de Paul in Scotland (1921 onwards).

¢ senior Lecturer, Department of Community Medicine, University of Edinbuggh,
United Kingdom
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On the inauguration of the British National Health Service in 1948, after
some hesitation, the mental deficiency institutions were taken over from the
Iocal authorities, along with a few of the private homes, and their subsequent
development has firmly followed the medical model. Following concern voiced
mainly by parents’ organizations set up in the 1940z and the 1950s, another
Royal Commission resulted in the 1959 (England and Wales) and 1960 (Scot-
land) Mental Health Acts. Az a consequence of these two Acts, very few pa-
tients in hospitals for the mentally retarded are now subject to formal or legal
restrictions. These hospitals are also no longer *designated™ as heing any dif-
ferent from general or other hospitals,

For the past 25 years the hospital service has provided most of the resi-
dential provisions for the retarded, although a number of hostels (for children
and adults) have been developed by some local authorties; the latter do not
follow the medical model and are closer to the community . Such developments,
originally under medical officers of health, and now under directars of soctal
work, have been patchy. Day-training centres for “ineducable” children and
for adults have also similarly been set up, although the former are now being
taken over by local authority departments of education.

There has thus been a serious split in responsibilities. This has not been
improved by the present major reorganization of the heath services whereby
only local medical services, general practitioners (family doctors) and the hos-
pital services are unified under Area Health Boards (72 in England, 15 in Scot-
land). Although major local authority reorsanization in 1975 will make the
areas covered by other services coincide more closely with those of the Health
Boards, organizationally health, education and social work will remain essen-
tially separate. In Northemn Ireland, however, (reorganized last year) this sep-
aration is not so marked, although the “Special Care Committees”, which had
a comprehensive concern for the mentally retarded in a given area, have been
lost.

There are some significant differences between the constituent countries
of the United Kingdom. In 1971, the total population was 55 millicn (it is ex-
pected to rise to 66 million in 2001); of this, England and Wales had 48 million,
Scotland 5% million, and Northern Ireland 14 million. (Wales, although it has
a natignal identity as strongly marked ag that of the others, has mental handi-
cap services closely similar to those of England.) These marked differences in
size produce significant variations in emphasis, accentuated by fundamental
differences in Scottish taw, for example. In their general principles, however,
the provisions are essentially the same, althoogh lessons can be learnt from lo-
cal differences.

Present services

Several statutory authorities are concemed. At local authority level
{mainly financed by local rates), social service departments are responsible for
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residential care outside the hospital service, adult training centres and general
social support in the community. Also, but separately under local authorities,
education authorities are responsible for special care units, special schools and
classes for the educationally subnotmal. To some extent, this also includes
responsibility for the educational programmes in hospitals, Some authorities
provide further education programmes for young adults, Area health authori-
ties are financed centrally (via taxation) and are closely linked to central gov-
emment departments of health. They are responsible for the general practi-
tioner, community medicine, and hospital and specialist services in a given
area, which inelude the hospitals for the retarded and their associated outpa-
tient clinics. Local authorities are ultimately under central government (educa-
tion departments more so through the Ministry of Education) but joint consul-
tative committees have been set up with area health authoerities in an attempt
to bridge the gap at local level. Other more minor services are linked to the
central government Department of Employment (industrial training, rehabili-
tation and sheltered workshops, through distrct administrations) to the
Department of Social Security (social security payments), and directly to cen-
tral government through the Attendance Allowance Boards.

The provisions available in 1969 and planned for the future, in England
and Wales, are shown in Table 1.

It will be seen that the residential provisions are based on a figure of 1.6
per 1000 population, of which hospitals and local authorities plan to contri-
bute 0.8 per 1000 population each. In Scotland the planning figure (1.6 per
1000) is the same, but the hospitals are expected to subscribe 1.2 beds per
1000 population, the local authorities 0.4 per 1000 population.® A sample
survey in England and Wales carfed out by the National Association for Men-
tal Health? in 1973 indicated that 6444 aduit hostel places had been provided
by local authorities (target 36 800), and 26 840 training centre places for
adults (target 63 700). The report attributes the siow progress to lack of cen-
tral finance and to staffing difficulties. There is no comparable report for
Scotland.

In the recent reorganization of the National Health Service in the United
Kingdomf’d much emphasis is placed on the District and Area Executive
Group system, which vests administrative control of all health services to a

T geottish Heme and Health and Education Departments, Services for the mentally
handicapped. 1972 -

b National Association for Mental Health. MIND Report No. 11, London, 1973

£ United Kingdom. National Health Service reorganisation. London, HMS0, 1972
(Crnd. 5055)

d Scottish Home and Health Department. Regrganisation of the Scottish Health Ser-
Mee. Edinburgh, HMSO, 1971 (Cmnd. 4734)
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Table 1. England and Wales: provisions for the mentally retarded”

Required per

Cat 1 P
ategory 969 Required 140 000 population

Day care, ¢hildren 500 3 800 8
under 5 years
Education in community, 23 400 30 300 62
children 5—16 years
Training in community, 24 500 63 700 130
adults

Hostels and foster homes
(local authority):

Children 1900 5 800 12
Adults 4 850 36 800 75
Hospitals:
Children 7 400 6 400 13
(+200 day  (+2 200 day
patients) patients)
Adults 62 400 27 000 £10)
(+500 day  (+4 900 day

patients) patients)

? United Kingdom, Department of Health and Sacial Sacurity and Welsh Office,
Batter services for the mermtally handicapped. London, HMS0, 1971 (Cmnd. 4B863)

given area in four people — a nurse, a doctor, a treasurer and a lay administra-
tar. These groups are accountable to widely representative Arca Boards of
16—20 pesons appointed by the State (89 Boards in the United Kingdom).
The professional voice makes itself heard through alocal divisional system, e.g.,
divisions of surgery, divisions of paediatrics, divisions of psychiatry, etc. Only
a few divisions of mental handicap have been recognized, although the propo-
sals, for England and Wales only, include special attention to mental handicap
in the central department. The emphasis in the Health Service is on ceitral
medical matters, supported by a streamlined administration and professiona
wizdom exerted through a complex advisory structure. A pew consultant
body — consisting of community medicine specialists — which might become
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mote involved in the delivery of mental handicap services, has been created,
The weakness of “consumer protection” mechanisms s at present under de-
bate.

There are special protective bodies (government financed) for the men-
tally disordered. In Scotland, the Mental Welfare Commission® (up to nine re-
latively independent commissioners, of whom at least one must be a woman,
three must be doctors and one z legal expert) is mainly concerned with the in-
vestigation of irregularities in individual treatment (zd hoc mental health tri-
bunals perform the same function in England). Both countries have separate
hospital advisory scrvices which report to central government on standards of
scrvice and accommodation. The Health Service has recently appointed an
“pmbudsman” to deal with patients’ complaints in general, and local health
councils are also expected to act as “consumer bodies™.

There are a number of voluntary bodies in the field; these are mainly par-
ents’ movements. The National Socicty for Mentally Handicapped Children
was formed in 1955 from the Association of Parents of Backward Children
{1946), and has Scottish and Irish independent equivalents. These operate
nationally as pressure groups and, through local associations, run residential
and service facilities. Similarly, the Spastics Society, formed in 1952, is an in-
novatory movement with a special interest in research. The National Associa-
tion for Menta! Health, formed by the amalgamation of three existing bodies in
1946, has a long record of promoting services for the retarded. Organizations
recently established, and more professionally orentated, are the Association
for Professions for the Mentally Handicapped and the British Association for
the Retarded, and a small activist group — Campaign for the Mentaily Handi-
capped. There are also a number of “private’ organizations mainly providing
residential accommodation, such as the Rudolph Steiner Orpanisation, relig-
ious bodies (especially the Catholic Church), and various loeal charitable
groups. These non-State organizations have a sizeable influence in the field,
both as innovators and pressure groups, and as actual providers of services.
They operate relatively independently of each other, however.

Various new approaches have recently been formulated, The “Wessex ex-
periment” (near Southampton) provides small locally-based residential units
through the hospital service, but not orgznized on traditional medico-nursing
lines, as part of 2 comprehensive system of medical care. The “Sheffield pro-
ject”b is a new pattern of care involving residential accommodation for the re-
tarded within district general hospitals. The Toynbee Hall project in London
(funded independently) is aimed at coordinating the health, educational and
social work resources in a given area. The Labour Govemment has proposed

2 Mental Welfare Commission for Scottand. A duty to care, Bdinburgh, HMSO, 1972

b Department of Health and Social Secunty. Sheffield development project feasibil-
ity study, hondon, 1971 (MO(MS)46)
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the establishment of a national service for the mentaily handicapped, compre-
hensive, centrally funded and social-service orientated.

In summary, therefore, the present position of the mentally retarded
in the United Kingdom could be accurately described variously as interesting,
stimulating, confusing or chaotic.

Appraisal

Since about 1967 there has been mounting criticism of the hospitals for
the mentally retarded, which still provide the bulk of services. Several surveys,
notably those of McKeown and his co-workers? have shown that a large
number of patients (50—90%) do not need hospital care and do not receive
the training programmes that they do, in fact, require. A major in-depth socio-
logical study of these institutions by Morris® demonstrated the inappropriate-
ness of the traditional hierarehial medico-nursing model to the service needs,
and showed how it gives rise to many problems. A series of enquiries into the
ill-treatment of patients in subnormality hospitals, sparked off by irmegularities
at Ely Hospital, Cardiff,? in 1967, and followed by a number of others, have
attracted a great deal of attention among the general public. With one or two
exceptions, these have been confined to areas of increasing affluence in the
southern part of the United Kingdom. These various reports have highlighted
the effects of the hospital pattern of care on the quality and motivation of
staff dealing with the mentally retarded.

The consequence of this somewhat uneasy situation during 1967-74,
against a background of political and economic uncertainty, has been to create
a marked polarzation of opinion between the traditiomnalists, who are trying
to promote the development of services based on 1 modified and multidisci-
plinary medico-nursing standpoint associated with greater community involve-
ment (assessiment centres, open-door policies, etc.), on the one hand, and more
radical reformers, whose background is in the educational or social work fields
and whose aim is to develop community-orientated services, on the other. At
present, there appears to be deadlock; the critical question is whether the in-
stitutional services can adapt themselves adequately so as to move away from
the medical model and still remain under, and financed by, the National Health

4 McKeown, T. & Leck, 1. Brit, med. J, 3: 573 (1967)

B eck, 1., et al. Brir. J. prev. soc. Med., 21: 115 (1967

€ Morris, P. Puz away - & sociological study of institutions for the mentally retarded.
London, Routledge & Kegan Paul, 1969

d Department of Health and Social Securty. Report of the Committee of Enguiry
into allegations of ill-treatment of patients and other irregularitics at the Elv Hospital,
Curdiff. London, HMSQ, 1969

62




Service. This seems doubtful, though it is possible that a traditional (and un-
satisfactory) British compromize may be reached.

One fundamental subject under debate is that of mental retardation asa
medical specialty, and its relationship to psychiatry. No satisfactory definition
of the specialized psychiatric components of mental handicap has yet been
agreed. In attempting a job description the Royal College of Psychiatrists sug-
gests, amongst other things, that the consultant “must carry out the care and
treatment of the mentally handicapped™. This all-embracing remit has produced
controversy. In Scotland the “Batchelor Report™® advocates a system of joint
appointments of medical staff, mainly with qualifications in general and child
psychiatry, and paediatrics. It also questions whether there are any specialized
aspects of nursing peculiar to mental retardation. Some of these principles
have now been applied to areas in the north east, midland and western re-
gions of the United Kingdom. It is early yet to judge whether what we are see-
ing here are salvage operations or whether these areas will become growing
points,

Currently much attention is being given to the position of mental handi-
cap in professional training. In medicine, undergraduates in some areas are ex-
posed to the problems of such handicap in their paediatrc, psychiatric and
community medicine programmes. The subject is now also incorporated in
postgraduate qualifications in these specialties. In a proposed comprehensive
revision of all nurse training,” general nurses would also be given experience
in mental handicap. The proposals also include the creation of a new “caring
profession™ in hospitals for the retarded. There is an upsurge of interest among
educationalists in the general idea that “no child is ineducable”, and there has
been the establishment of a special academic centre in Manchester, the Hester
Adrian Research Centre for the Study of Learning Processes in the Mentally
Handicapped (University of Manchester). Under 1974—75 local government
reform, “‘generic” (i.e., non-speciatized) social workers in social service depart-
ments will have much more institutional and community involvement with the
retarded. The position of psychologists (who have always received relevant
training) is made difficult in the institutions mainly by their degree of ulti-
mate responsibility in the present medical setting. The first Institute of Mental
Subnormality has been established in the United Kingdom, at Kidderminster;
the current debate about still more active university involvement is compli-
cated, however, by difficulties of relating university structure to the multi-
disciplinary model.

# Scottish Home and Health Department and Health Services Council. The staffing
of mental deficiency hospitale. Edinburph, HMSO, 1970

b Unjted Kingdom. Report of the Commitice on Nursing. London, HMS0, 1972
{Cmnd, 5115}
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Trends

The factors affecting the mentally retarded in the United Kingdom are
complicated and diverse, so that changes in any one of them could significantly
influence developments. The lack of coordination and leadership of services,
of agreement on style, and of a single articulate voice, are undoubtedly the
most serious disadvantages of the present system. Within these constraining
parameters, the following trends can be noted.

(1) Reorganization of the institutions so as to move away from the medi-
cal model, towards greater involvement of educationalists and social workers,
and a change in the role and responsibilities of the nursing staff.

(2) More but smaller institutions closer to, and more involved with, the
communities they serve.

(3) A broader concept of mental retardation, with greater involvemnent
of other disciplines, consequent upon current educational trends within the
professions conceined,

(4) Greater public awareness, sympathy, tolerance and acceptance, if the
propaganda campaign of the past 20 ycars can be sustained.

Two fundamental questions, however, remain subject to debate;lcadership
and integration of programmes, and the basic objectives of the services. The
will to change, which characterized the late 19605, has not been so well-marked
as yet in the 1970s. At the same time, a significant shift in medicine from a
curative to a preventive role should be noted, with a wider concern for the
mobilization of community resources. This trend is characteristic of the geria-
tric, mental illness and child health fields; it might form the starting point for
the major developments in services for the mentally retarded in the United
Kingdom during the last quarter of the twentieth century.




Annex VII

THE WORK OF VOLUNTARY ORGANIZATIONS

Y. Posternak?

This note can do no more than highlight some points for discussion in re-
lation to the role of voluntary organizations working for and with mentally
retarded persons; much of what follows is therefore aimed at promoting dis-
cussion, rather than at offering solutions to the problems involved.

The wide diversity in the services for the mentally retarded around the
world depends upon historical and sociceconomic factors in each country. At
one end of the spectrum there are countries where specialized services are pro-
vided for & limited number of retarded persons and their families by indivi-
duals or volunteer groups, and at the other those countries where public author-
ities provide the entire range of services. In most countries, services are pro-
vided by a variety of mixed systems, with government agencies and voluntary
organizations sharing responsibilitics.

The most satisfactory situation occurs when, based on intense government
activity on behalf of the mentally retarded, volunteer organizations actively
cooperate with government public service agencies, while retaining their pres-
sure group function. The objective is to ensure that comprehensive services are
available to the mentally retarded throughout theirlife cycle. Only public agen-
cies are capable of financing, effectively implementing and maintaining such
services for extended periods of time. These considerations are equally appli-
cable to research and prevention programmes in the area of mental retardation.

Most mentally retarded persons can live in the community if necessary
supportive services are provided for them and for their families. As the com-
munity accepts this responsibility, manpower needs become increasingly evis
dent; it is therefore of interest that, in many aspects of community work, vol-
unteers can be especially effective.

We start from the premise that, in industrialized countries, we are in a
transitional period in which institutionalized and segregated mentally retarded
persons are moving toward integration into the community. As far as the de-
veloping countries are concerned, it is hoped that, from the beginning, they
will adopt, in the care of the handicapped, an approach more compatitle with
their own customs and in hammony with the spirit of helpfulness among

9 President, Intomational League of Societies for the Mentally Handicapped




kin-groups: the retarded person will then be able to go on living in his own
community, as he mostly does today, but will have adequate services to meet
his special needs.

Lord Beveridge® recognized the role of volunteer groups in the following
terms: “Voluntary action is needed to do the things which the State should
not do. It is needed to do the things which the State is most unlikely to do. It
is needed to pioneer ahead of the State and make experiments.”

The International League of Societies for the Mentally Handicapped has
hased its work on these principles.

The League is a parent-sponsoted organization with 85 member societies
in all parts of the world and about 800 000 members. The League was set up
12 years ago when it was found there was a need to develop national volunteer
organizations and to coordinate activities. Its member associations, though
“parent inspired” in most cases, are hroadly odentated towards citiven action
and include a very great number of professional people.

Some associations receive government subsidy, and work with paid pro-
fessional staff, while the League as such relies on voluntary workers. In the
Netherlands the volunteer orpanization receives 100% of capital and running
costs of approved services. In the Federal Republic of Germany, Canada and
in some states of the USA, the subsidy is 80% of capital and running costs. In
New Zealand, the subsidy is approximately 66% of capital costs and 30% of
running costs.

Voluntary associations for the mentally retarded as we know them today
are a phenomenon of the last quarter of a century. The Intellectually Handi-
capped Children’s Society of New Zealand is probably the oldest national soc-
iety. The first French association was started in Lyons in 1948, while the
National Society for Mentally Handicapped Children (United Kingdom) has
recently celebrated its silver jubilee.

Why such bodies emerged at this particular time, in so many parts of the
world, quite independently, often in ignorance of the existence of similar
movements elsewhere, has not been fully explained. The subject is worthy of
sociological study. The more intensive post-war discussion of general human
rights is certainly a major factor behind this development. Has the congenial
climate engendered by the welfare state encouraged parents to claim help as
of right? For many people, on the contrary, the introduction of the welfare
state after the Second World War was seen as ending the need for voluntary
organizations. Now, some 25 years later, this is cleatrly far from happening.
The movement is still continuing and spreading to a larpe number of develop-
ing countries.

The one element common to all the national associations of the League is
their exelusive concern with mentally handicapped persons. While this concern

2 United Kingdom. Social insurance and allied services white paper, London, HMSO,
1942 {Cmnd. 6404)
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has been more broadly interpreted in some associations than in others, the
general trend, even in those associations which initially addressed themselves
to a particular group, is towards a widening of interest to include the profound-
ly, the severely, the moderately, and the mildly handicapped, often the socially
and environmentally disadvantaged, the learning disabled and frequently the
autistic and emotionally disturbed children as well as the spastics. This may
be partly due to the fact that, as more mentally handicapped children have
been brought into the schools, both the statutory and voluntary bodies have
begun to appreciate how artificial and arbitrary previously drawn boundaries
Were.

All societies, as far as 1 know, started their work first of all for children.
As they went on, they became aware of the urgent need to provide services for
adults. While the general public still thinks of the mentally retarded in terms
of children, it is our duty not to allow this attitude to be perpetuated.

Since the first tentative efforts of parents to reform the institutions into
which it seemed inevitable that their mentally handicapped children would
have to go, important changes have taken place. In every case, the develop-
ment was from the grass roots up and often the result of the parents’ dislike
and distrust of the existing very poor facilities. The emphasis, therefore, was
at first largely on cooperative self-help action but has been increasingly broad-
cned to cover new programmes.

It will be appropriate to take stock of what has been achieved so far and
to consider what lies ahead. Today, when we look back and see the progress
accomplished, we can be sure that, in those places where 2 parent-orientated
association has been active, the situation of the mentally retarded person has
improved considerably. Of course, there are privileged countries where the
progress has been mainly due to the statutory authorities.

From 1950 to 1960, the trend has been to recognize the mentally re-
tarded individual as a person, and the volunteer organizations have stressed new
methods of education, training and employment hitherto unexplored, and
underlined the important role of the family.

In 1968, the associations began to emphasize the normalization principle,
i.g., making available to the mentally rotarded those patterns and conditions
of everyday life which are as close as possible to the norms and patterns of the
mainstream of society. Certain fundamental concepts follow from this prin-
ciple. It is normal in many countries for children and adults to have access to
adequate medical and nursing care, to go to school, to go to work. It is not
normal for young children to live away from their parents, although for dif-
ferent reasons, for example, distance from school, some cannot live at home.
1t is not normal for adults to live a lifetime together in large numbers and to
be denied privacy.

To take a practical example, the New Zealand society (The Intellectually
Handicapped Children’s Society) collaborates with government departments
in setting up residential servicesin the community, based on this normalization
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principle. In 2 few years it has revolutionized conditions in state institutions
and is providing a network of hostels and homes in the comimunity. In the
country as a whole, a considerable variety of facilities has been developed, in-
cluding small homes where not only moderately, but also very severely, handi-
capped retarded persons live in normal surroundings. Four to five persons live
in these homes and, from now on, a central hostel for a maximum of 15 people
will serve a3 a central or base unit. From this base unit will come the decisions
on initial placement in the family homes, on staff arrangements, and on
budgeting. Such an arrangement allows flexibility in the future, as family
homes for 4 to 8 people can be normal homes which could be sold if circum-
stances changed. The New Zealand society also sugpests that facilities should
be scattered throughout a community, and emphasizes the undesirability of
placing too many facilities on one site or in too close proximity to one another.
Any added administrative problems to which such scattered facilities give rise
are more than compensated for by improved standards of living, training and
work opportunities for children and adults.

The New Zealand society has already studied the question of running
costs, which are of course of great importance when planning services: they
are found to be lessin small units than in large, and inits view, the main reason
why large institutions have been sometimes cheaply run has been that they
have been grossly understaffed.

The human potentialities of the handicapped having been acknowledged,
the responsibilities of the family and society defined, the normalization prin-

ciple adopted, emphasis was then placed by the International League on rights.
In 1968 the League proclaimed the Declaration on the Rights of Mentally Re-
tarded Persons, which was adopted in 1971 by the General Assembly of the
United Nations.

Has the Declaration, in this short span of years, contributed to changing
attitudes towards the handicapped? Is the Declaration fulfilling our expecta-
tions? 1 believe that the apswer is “Yes”. Many member associations have set
up permanent committees to study how the seven articles of the Declaration
are being implemented in their countries and this has led to closer collabora-
tion with official authorities. In some countries, societies are now represented
on national planning bodies, and are regarded as partners by the administrative
officials.

One of the activities of many socieities, and one which has been viewed
most favourably, has been their work in proposing and supporting new legis-
lation, mainly in the educational and social welfare fields. The success of such
wotk, for example, in Israel, is indicated by the following comment made in
January 1974 by the lsraeli Society AKIM: “Six months ago the Patfiarnent
of Israel passed an amendment to the Bill on Invalidity Insurance and, to our
great satisfaction, most of our suggestions concerning the rights of the men-
tally handicapped have found their expression in the law™.

68




Violations of rights have been identified, and solutions often found
through good will, but in a few cases appeals to the court have become the
last resort, In some states of the USA, perhaps because people there remember
that the rights of minorties were established through the courts, the associa-
tions follow this same procedure for the retarded.

Thus, parents in Pennsylvania (USA) were often denied education for their
children under pretexts such as: “We do not have enough teachers”; “the child
cannot walk"”; “the child has behaviour problems”. The Pennsylvania Associa-
tion obtained, through a court action, an agreement from the state not to con-
test the demands of the Association. An order was issued enjoining all state
and local authorities to make a free public programme of education and train-
ing accessible to any mentally handicapped child of school age.

This legislative action is 2 landmask. The 3-judge federal district court
stated that: “All retarded children are capable from benefiting from an educa-
tion™. Ultimately, this kind of thinking will be of benefit to all children.

In another important policy decision in the USA (Wyatt vs. Stickney), the
judiciary branch took the lcad in an area governed until then solely by the
executive and legislative branches. The State of Alabama’s residential institu-
tions were conducive only to their residents’ deteroration. Dr 8. Btickney, 2
psychiatrist with a strong orientation towards community integration and a
special interast in preventing institutionalisim, became a willing adversary in the
action brought by a patient, R. Wyatt, The court formulated the rights of resi-
dents, affirmed the need for specific services, established standards for resident
staff, and condemned the inhuman conditions.

Today the Leapue mects the challenge of integrating the retarded person
into the community. This integration is possible in all countries, even in the
less affluent parts of the world. Thus a conference organized by the Interna-
tional League of Societies for the Mentally Handicapped and the New Zealand
society for the South Pacific Region (March 1974), and a subsequent visit to
Indonesia, Hong Kong, and Thailand showed how many countres are corn-
sciously trying to avoid the pitfalls into which too many of our western coun-
tries have fallen as a result of segregating the retarded from the community
and condemning thert to an existence which is not life as it is normally lived.

Delegates from Western Samoa, Fiji, Papua-New Guinea, Malaysia, Singa-
pore, and the Philippines stressed the importance of keeping the retarded per-
son integrated in his own community, while at the same time asking for sup-
portive services. Primary rehabilitation would involve assisting in activities in
which other members of the family are concerned, such as taking care of the
house, and tending the livestock or plot of land belonging to the family,

In some regions that are economically more advanced or that have an ur-
ban way of life, the volunteer agencies have already started small workshops
and pilot projects, in which governments are becoming increasingly interested.

In fact, in relation to the high standards of life in our western civilization,
the efforts being made to integrate the mentally handicapped in developing
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countries are greater. They start off at a higher level: the volunteer organiza-
tions are well informed on the problems of the retarded and are paving the
way for national services,

The major problem is manpower; for that reason, training courses for spe-
clalized personnel should be undertaken now with the help of specialized
agencies. At the end of the South Pacific Conference a resolution was forwarded
to WHQ, ILO, and UNESCO on these issues.

What other tasks do the League’s member associations have at the present
time, what are their general aims, and their achievements in strengthening or
in supplementing national services?

Socicties are increasing public awareness, and this should be one of the
most important tasks that they set themselves. It is an endless task. [ know of
no country where prejudice against the mentally retarded does not exist Lo
some extent, and where a large part of the population does not ignore them
completely. .

Excellent public education programmes have been set up recently in Tu-
nisia, the Lebanon, Mauritius, Brazil, Hong Kong, Israel, Poland and Yugosla-
via, National days or wecks for the mentally retarded are organized in many
countries. Such a public education effort has also been started under the title
“The public meets the retarded” in the Caribbean, Algeria, Morocco and
Cameroon. Many national associations publish their own journals and there is
2 lively exchange of news between member associations.

Volunteer organizations help national services in making sure that ade-
quate services are provided for the retarded. This is sometimes achieved by
formulating standards for services, as the society in the Federal Republic of
Germany (Lebenshilfe fiir geistig Behinderte) has done since 1965 through its
standing special committee.

In the list of the activities of the volunteer associations one often sees
“prevention” and “encouragement of research”. The difficulties in the way of
preventing mental retardation at the present time are first, the inadequacy of
our present knowledge and second, our failure to apply that knowledge. We
certainly ask for preventive measures, medical as well as psychosocial. Many
associations have a public health committee and recognize the great need for
prevention:

(a) prior to pregnancy: by genetic counselling, family planning, and vac.
cination procedures);

(b} during pregnancy: by good antenatal care, adequate maternal nutri-
tion, the prevention and treatment of toxaemia and of prematurity, of birth
injury and neonatal asphyxia, by the treatment of neonatal jaundice, etc.:

(¢) in the postnatal period: by the avoidance and treatment of child-
hood infections, by preventing accidents in the home, by improving nutrition,
and by reducing the toll of traffic accidents.
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We also certainly encourage research, ask for it, and insist upon it. Another
question is whether we should finance research. We believe that cur main role
is to ensure that research findings, once confitmed and ready for application,
should actually be translated into reality. If we consider an infection like that
due to cytomegalovirus, for which a vaccine is now being studied, the role of
our voluttteer associations will be to ask for vaccinations, once the vaccine has
been cleared for use.

We are interested in environmental factors. In Tunisia, the Marsa pilot
project provides carly education to young moderately retarded children from
disadvantaged socioeconomic backgrounds.

Recently introduced medical practices cause great concern to the scienti-
fic and medical community, to parents and to many of our organizations.
Many questions are submitted to the League on two sensitive areas, namely the
problems raised by euthanasia and the use of retarded persons in unethical re-
search.

Ancther field in which we collaborate with government departments is
that of education and the training of personnel. A leading organization in this
domain is the Canadian National Institute on Mental Retardation. It is the fo-
cal point for national crusade projects and also provides the basic functions of
research, coordination, training, consultation and programie development for
the mentally retarded throughout Canada. In carrying out its programme, the
National Institute works directly with universities and other research and train-
ing institutions, with private and public agencies and federal government de-
partments, and with professional and scientific bodies. Courses undertaken at
the Institute carry credits towards undergraduate and postgraduate degrees.
The majority of professional people now practising in many countries were
trained when instruction on retarded persons or exposure to them was not in-
cluded in their course of studies; the useful activities of the Institute include
the provision of guidance to staff serving the retarded and of advanced training
to professional people.

Leisure and recreation are assuming an important role in the associations’
programmes, and the use of volunteers in interpersonal relationships, such as
citizen advocacy, helps in the integration of the retarded in the community.
Of two recent symposia of the League, one was devoted to the leisure-time
needs of the mentally retarded (London, 1973), and the other to interfamily
action (Pams, 1972).

It is most important for the League to keep its member associations in-
formed on new concepts and policies. Is, for example, an over-specialized
mental deficiency service the best solution? Should we ask for services exclu-
sive to the mentally retarded? Professor J. Tizard, in discussing this problem,
concluded by saying: “On the whole [ think it's not a good idea to have an
over-specialized mental deficiency service, rather we ought to think about the
pediatric problems of mentally retarded children as being the responsibility of
the pediatrician; we ought to think about the educational problems of the
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