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ABSTRACT 

This thesis estimates the prevalence of trainable rrental retardation in 

the Coloured and Black cormnunities of Cape Town; estimates the present • 

shortfall in facilities provided; and discusses implications of present 

conditions for the future provision of a comprehensive service network. 

Information regarding prevalence is necessary in order to facilitate 

planning: however, since detailed data are not availalbe, this study 

estimates prevalence on the basis of data derived from previous prevalence 

studies, conducted both overseas and in South Africa. 

Results indicate that the present provision of facilities in the study 

area is inadequate --- however, while the shortfall is serious in the 

Coloured canmuni ty, it is critical in the Black ~ni ty. 

The implications of present conditions for the future provision of 

services is discussed,this being informed by overseas and local experience 

and by contextual difficulties such as econanic constraints and State 

policy. Proposals are made with specific reference to issues such as co-

ordination, and that response be context-related and dictated by locally-

identified needs. 

In conclusion, the thesis outlines a number of directions for further work 

in this and related areas, the overriding principle being that there is 

a great need for research to be community-oriented. 
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CHAPTER ONE INTRODUCTION 

This thesis rray be broadly divided into three parts. Firstly, it 

estimates the size of the trainable rrentally retarded p:Jpulation of 

the Coloured and Black communities of Cape Town;secondly, it relates 

this estimate to the present provision of services; and thirdly, it 

draws i'Tiplications from this for the future provision of services. 

This chapter provides an orientation to the study by rutlining the 

methodology followed, and by introducing the study area. I~ ~dit~?~ d. 
it briefly examines a number of conceptuar issues with regard to 

mental retardation, and particularly the issue of assessment. 

1.1 METHODOLOGY 

In order to estimate the size of the trainable rrentally retarded 

population, two types of_ data are required: overall size of the 

population of which those with trainable mental retardation form 

part; and the prevalence rate (or proportion) of cases of trainable 

mental retardation in that p:Jpulation. With regard to the overall 

size of the "background population", this is reasonably . easy to 

estimate on the basis of the most recent population census(conducted 

in 1980), updated to the present. The specific methodology for doing 

so, together with factors which complicate this procedure, are dealt 

with in Chapter Four below. Establishing the prevalence rate of 

trainable rrental retardation in the study area is more difficult. 

Although a nU1Tll::)er of studies have attempted to establish this rate, 

various problems with regard to finding cases have probably affected 

their accuracy, as will be discussed in Chapter Two. Therefore, 

results of similar studies conducted in other p3.rts of the v.odd 

_have been used to adjust the rate established by these studies. The 

dangers inherent in doing so are considerable: not least of these is 
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making the assumption that diverse contexts are Equivalent. Chapter 

Two examines these studies in the light of these dangers, and 

explores a number of dimensions along which they differ • On the 

basis of this examination, a prevalence range is determined: the 

prevalence rate in the study area is expected to fall t:etween the 

upper and lower limits of this range. 

The second part of this thesis relates the estil"!Bted size of the 

trainable rrentally retarded population to the present provision of 

services. In Chapter Three the existing services available to the 

population of the study area are described, and quantified where 

possible.This is only possible in the case of facilities which serve 

a specific number of people, such as training .centres. On the basis 

of these data, it is possible to estimate the extent of need for 

these facilities in the study area: this is undertaken in Chapter 

Four. In addition to estimating the present (1985) need, the 

population of the Coloured community is projected to the year 2000 

in order to obtain an estimate of the future size of the Coloured 

trainable rrentally retarded r;:opulation, as an aid to planning for 

appropriate facilities in advance. 

Chapter Five discusses the implications of the present shortfall in 

service provision for the future provision of services. This is 

infonned by drawing from a number of sources, including overseas 

experience, experts presently w::>rking in this field in the study 

area, and from other considerations relating to local conditions 

such as State policy and economic constraints. 

1. 2 THE STUDY AREA 

The study area includes all the Coloured and Black residential areas 

in the rnetropolitan area of Cape Town. These are shown in Figure 1. 
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FIGURE 1 COLOURED AND BlACK GROUP AREAS OF 

METROPOLITAN CAPE TOWN 
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The rretropoli tan area of Cape Town consists of whole or p3rt of 

fifteen local authority areas (see Appendix A), and includes the 

magisterial districts of Bellville, Cape Town, Coodwocx:l, Kuils 

River, Sirron's Town, and Wynberg. These are shown in Figure 2. 

The many characteristics of the Coloured and Black communities which 

distinguish them from the White population are well known and do not 

need to be examined in detail here: see, for example, October and 

Young, { 1984). In any event, this falls beyooo the scope of this 

thesis. At the same time there is a need to briefly refer to some of 

these in order to contextualise the communities under consideration. 

Discrepancies between the Coloured and Black canmunity on the one 

hand and the White co:nrnunity on the other exist at two levels. 

Firstly, at a racial level, in the Coloured and Black areas environ

mental features include r::oor quality housing and r::oorly-developed 

recreational facilities such . as p3rks and sportsfields; social 

features include high levels of residential crowding, low incanes, 

and low levels of car ownership. Statistical evidence for these and 

other discrepancies, deriving fran official census data, is 

contained in Appendix B.The effects of these discrepancies are found 

in all areas of life, such as lONer education levels, poor nutrition 

higher relative transport costs, and r::oor nobility. Within the 

Coloured and Black cammmity, further differentiation is evident: 

the Coloured J;X>pulation is consistently tetter off than the Black 

population. 

The second level of discrepancy is that of class. The Coloured and 

Black J;X>pulation is predominantly working class, the principal 

camrodity at their disposal being that of their o-m labour.The V'hite 

middle class, by contrast, has access to economic r::ower far cut of 

proportion to its size. 



FIGURE 2 MAGISTERIAL DISTRICTS OF METROPOLITAN CAPE 'IG<JN 
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Taken as a 'Nhole, this evidence PJints to consistent underdevelop

ment of the Coloured and Black corrrrnunity relative to the White 

conmunity, with very great differences in living standards. The 

provision of facilities for trainable mentally retarded people 

conforms to this overall pattern: the ~stern Cape Forum for the 

Mentally Handicapped estimates that 86% of the White need for faci

lities, 35% of the Coloured need, and only 5% of the Black need, is 

presently being met (Grover, personal communication). 

Thus an overriding feature of the Coloured and Black canmunity is 

that of poverty, which, according to Yosslowitz (1982), is both 

stable and persistent. Citing Lewis (1968), Yosslowitz (1982) speaks 

of four major characteristics of the "culture of poverty": these are 

qualitative rather than quantitative, but apply with some accuracy 

to the population of the study area. Firstly, there is a lack of 

effective participation and integration in the major institutions of 

the larger society due to factors such as a lack of economic resour

ces, segregation, and discrimination. Secondly, economic traits 

include a struggle for survival, unemployment, low wages, and 

unskilled occupations. Thirdly, there are a wide range of social and 

psychological problems, such as crowded conditions, lack of privacy, 

high levels of alcoholism, use of violence in the settlement of 

disputes, wife battery, authoritarianism, a belief in male superio

rity, and a high tolerance of pathology.Fourthly,there is a present

time orientation, along with a sense of resignation and fatalism. 

There are a number of points of criticism· with respect to this 

description of the "culture of poverty". A patticularly serious one 

is its view of a PJVerty-stricken cx.mmunity as resigned to its lot 

and fatalistic, whereas it may in fact be highly ot~anised. However, 

However, this description is included here only to illustrate a 
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number of qualitative dimensions of pove1~y, and a detailed 

criticism falls beyond the scope of this thesis. 

The above discussion highlights a number of general characteristics 

of the Coloured and Black community. More specific features of these 

communities will be c:utlined with respect to the present provision 

of services for the rrentally retarded at relevant fOints t-.elow, 

particularly in Chapter Three. 

1.3 CONCEPTUAL ISSUES 

The principal concern of this section is with the concept of rrental 

retardation: what it is understood to be and how it is rreasured. 

Owing to the canplexity of the debate surrounding these issues, it 

is not possible to even approximate canprehensiveness here: rather, 

a number of trends of thought will be outlined, and this thesis will 

be placed in relation to them. 

A very wide range of names has been applied to the condition, from 

"fool", "idiot", "imbecile"; through "subnormal", "mentally defi

cient", "backward"; to "mentally handicapped", "developmentally 

young", and even "poorly gifted" (Kanner, 1964; Lcmbaard, 1982; 

Ryan and Thomas, 1980). "Names supplant each other very fast in 

this field, in the illusory search for a designation that is neutral 

or euphemistic" (Ryan and Thomas, 1980, p.ll). However, despite the 

recognition that this search is illusory,the illusion is maintained: 

11
••• the terminology (should give) least possible rise to stigmati

zation" (Lcmbaard, 1982, p.ll). Lcmbaard goes on to argue for 

terminology to be both "scientifically., and "socio-ethically" 

correct ( 1982, p.ll), and in so doing fails to recognise that diffi

culties in definition result from seeking to impose precise,neutral, 
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"correct" criteria on conditions which intrinsically lack such 

precision. The essential problem is that mental retardation is 

socially-defined and relative, rather than scientifically-defined 

with clear-cut boundaries. Brooks and Baumeister (1977) argue that 

definitions of rrentally retarded behaviour are inescapably social, 

and vary between cultures and within cultures. A fundamental diff-

culty is that the concept implies deviation from social nmms ,which 

are notoriously difficult to establish. This thesis uses the term 

"mental retardation" in preference to "mental handicap", which is in 1 

! 
parallel use today, because the latter implies a disability in) 

relation to expectations or .requirements of- the individual's envi

ronmental circumstances (Editorial, 1973). Such a disability cannot! 

be inferred on the basis of the present study. 

In the case of mental retardation, deviation typically takes place 

fran a number of norms at once: although this serves to co:npound the 

impression of deviation in the direction of retarded rather than 

accelerated development, it also further adds to the ccrnplexity of 

deciding when to affix a label of "mentally retarded';, and of what 

degree of mental retardation is present. This is p3.rticularly so 

since tremendous variation is found between mentally retarded 

people, who nay score similarly on one dimension of deviation (eg, 

measured intelligence) while varying greatly with regard to another 

(eg, expressive language) (Hutt and Gibby, 1979; Jeffree, McConkey, 

and Hewson, 1977). 

In this light, it becomes more meaningful to speak of mental retar-

dation as a set of deviations from the nom rather than as a 

deviation fran a single norm. As will be shown in Chapter Two, the 

more extreme the deviation frc:m a given norm, the rrore likely that 
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significant deviations will be found frcm others as ~11 (Hutt and 

Gibby, 1979). This suggests that there are levels of correspondence 

in deviations frcm norms, and these are in fact generally found. In 

very broad terms, the upper 75% of the rrentally retarded population, 

scoring between two and three standard deviations below the rrean on 

IQ, or between 70 and 55 IQ points, can leaL-n to do simple reading-, 

writing, and arithmetic. They can r:erfotTit a variety of simple jobs 

with success, but experience shortccmings in relation to tasks in 

which judgement, decision-making ,and abstract thinking are required. 

The 20% of the rrentally retarded population which scores between 

three and four and two thirds standard deviations below the rrean, or 

between IQ 55 and IQ 30, can learn considerable self-care· skills. 

They have major difficulties with regard to symbolic canmunication, 

including reading, writing, and arithrretic, but can learn to .be 

productive under sheltered conditions. This thesis is primarily 

concerned with this group. The lowest 5%, which scores below IQ 30 

or four and two thirds standard deviations below the rrean, requires 

constant protection to survive. They are. generally unable to take 

care of their own basic hygienic needs and cannot learn to 

discriminate between danger and safety. This group usually requires 

institutional care (Baroff, 1974; Gearheart and· Litton, 1975; Hutt 

and Gibby, 1979; Steenkamp and Steenkamp, 1981). The three rrost 

frequently encountered criteria of rrental retardation are impaired 

scholastic functioning, impaired social functioning, and impaired 

intellectual functioning (Clarke and Clarke, 1974). 

Given that there are nurrerous criteria of rrental retardation,which 

of these takes precedence in situations where discrepant results are 

found? In other words, which single criterion is taken as the most 

invariable indicator of mental retardation in practice? There can be 
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little doubt that this is impaired intellectual functioning, as 

measured by an IQ test (Gilbert, 1981; McConkey and Walsh, 1982). On 

the basis of this result alone, the diagnosis of rrental retardation 

is frequently made, specifying the degree of retardation. Although 

this rrethod of diagnosis is often the rrost expedient, it has 

numerous p::ltential dangers. Binet and Sirron, who are generally 

credited wi t..'l the development of the first systematic intelligence 

test, warned against using IQ as the sole criterion of rrental 

retardation (Wortis, 1965). Furthet~re, there is a high degree of 

measurement error, especially at the lower levels of IQ tests: this 

is canpounded by the fact that the same IQ- on different tests rrey 

not reflect identical arrays of ability. The same IQ on the sarre 

test could also mean different things because of restandardizations 

of the test; and a given IQ only reflects functioning at that time, 

since intellectual developrrent does not necessarily proceed at a 

constant rate (Gilbert, 1981; McConkey and Walsh, 1982; Mittler, 

l973a, 1973b). In addition, problems with regard to the testing of 

IQ in the Coloured and Black communities are even more pronounced on 

account of the lack of a suitably standardized test, which 

introduces the issue that tests currently used are culturally biased 

(Young, personal canmunication). Along with these problems, which 

relates to the reliability and validity of IQ tests in themselves, 

this means of diagnosis flies in the face of evidence which 

reccgnises that rrental retardation is nade up of a canposite of 

features, as discussed previously. 

At this p::lint, however, two distinctions need to be nade. The first 

is that between diagnosis of mental retardation in the individual 

and diagnosis required for purposes of reseach. The above dangers 

are invariably present to some extent when testing an individual, 
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but only apply to research where each case included in the study is 

iooividually tested. In the case of the present study, no such 

testing has been undertaken since prevalence is estimated rather 

than definately ascertained. However, this rrethod has its cwn 

problems, which are more appropriately rliscussed in Chapter Two. 

The second distinction which needs to be rrade is that between 

diagnosis and assessment, both of which necessarily take place in 

relation to individuals. Diagnosis is more properly limited to esta

blishing aetiology (where rossible) or to identifying the level of 

mental retardation, which nay be done chiefly on the basis of an IQ 

score, although incorporation of other criteria should always be 

sought. Assessment, on the other hand, is rrore concerned with the 

identification of specific strengths and weaknesses with a view to 

remediation, and therefore carries implications for treatment. This 

distinction will be further discussed in Chapter Five. Of importance 

here is that psychologists have become far · nore concerned with 

assessment (of which diagnosis forms part) as a means for 

formulating a treatment plan than with diagnosis as an end in itself 

(Clark, 1984). Mittler (1973a) writes: 

Many psychologists have expressed dissatisfaction with 

the routine use of assessment procedures unrelated to 

the needs of the handicapped person, and have pressed 

not only for a much more selective 

use of tests but for the forging of 

and discriminating 

a closer link bet-

ween assessment and the design of appropriate treat

ment programmes (Mittler, 1973a, p.v). 
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Ha.vever, even though assessment may te of great impor·tance in 

working with the individual person, there are occasions when indivi

dual differences ,need to te collapsed into a single criterion to 

sane extent. Such an occasion is v.hen a chilq is assessed for 

placement in a training centre. At these times there may te little 

alternative to depending primarily on the cutccme of an IQ test: 

under these conditions, however, the qualitative aspects of the 

child's performance can provide valuable additional infm:mation, 

particularly through procedures such as "testing the limits" or 

through testing the child's ability to improve her/his perfotmance 

with practice. As far as r:ossible, the primary concern of rreasure

ment should be assessment rather than diagnosis. 

A final issue which needs to be discussed here is that of the 

varying terminology employed in describing different levels of 

mental retardation. With regard to diagnostic cut-off r:oints, the 

American Psychiatric Association (D3M III) and the Arrerican Associa

tion on Mental Deficiency apply the same terms to slightly different 

IQ ranges, while in South Africa Maat ( 1975) has proposed a third 

system differing considerably frc:m these. Researchers into the pre

valence of rrental retardation have generally employed a different 

system again, in which all cases of IQ's approximately 50 and below 

are considered "severe", thereby overriding finer differentiations 

of other sYStems. To further complicate matters, educationists have 

devised their a.vn system, using different teminology, in order to 

emphasise differing educational capabilities. These five contrasting 

systems are shown in Table l. In this thesis, terminological usage 

conforms to that used by researchers when discussing research fin

dings; at TtDst other tirres, except v.here C6M III terms are used, 

educational terminology is used, ·since the stress is on services and 

facilities required rather than on diagnostic considerations. 

\ 

( 



TABLE 1 DIFFERENCES IN DEFINITIONAL CRITERIA 

IQ: 

DIAGNOSTIC 
I 

SYSTEM: 

DSM III(l) 

10 20 30 40 

DESIGNATION: 

Profound Severe Moderate 

50 

AAMD ( 2) I Profound revere fader ate 

Maat (3) Profound I Severe l 
Research Severe Ill~ 
Education(2) Custodial/Special Trainable 

care 

Source: 

(1) American Psychiatric Association, 1980 

(2) Lombaard, 1982 

(3) Maat, 1985 

14 

60 70 80 

-Mild 

'Mild I 
Subnonnal 

Mild 

Educable 
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1.4 SUMMARY 

This introduction has served to introduce the rrethodology to be 

followed in subsequent chapters; to provide a broad framework to 

contextualise the study area and its inhabitants; and to bdefly 

examine some of the wider conceptual issues surrounding the notion 

of rrental retardation in general, with p3.rticular emphasis on the 

problems associated with its assessment. 

The rrethodology consists of a progression through three stages. 

Initially, it estimates the size of the trainable rrentally retarded 

population in the study area; subsequently, 1t relates this estimate 

to presently available facilities in guaging the current need for 

facilities; and finally, it draws implications from various 

dimensions of the present situation for the future provision of 

services. 

The study area was shown to ee one of a roverty-stricken,predomi

nantly 'WOrking-class canmunity. Access to resources is limited, ard 

subsequent chapters will indicate that this situation applies 

equally well to its rrentally retarded rrembers, with regard to their 

access to appropriate services. 

The social origins of the concept of mental retardation were alluded 

to,and it was shown to embody the notion of deviation from socially

accepted norms. From this basis it was indicated thqt deviation from 

IQ norms was a predominant factor in the diagnosis of mental retar

dation, despite its rrany intrinsic shortcomings, and that such a 

measure should be embedded in an assessment (with implications for 

treatment) rather than merely serve a labelling (or diagnostic) 

function. 
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CHAPTER TWO: EVALUATION OF PREVIOUS STUDIES OF PREVALENCE 

2 .1 INTRODUCTION 

This dlapter evaluates a total of 56 studies into the prevalence of 

mental retardation around the world, using a number of dimensions in 

order to highlight problematic areas as ,.;ell as areas of consensus. 

On t..h.e basis of this evaluation a research-based prevalence rate, 

considered an appropriate approximation of the true prevalence rate of 

trainable mental retardation in the population of the study area, will 

be derived. In Chapter Four this rate will be applied to the overall 

population of the study area in order to estimate the size of the 

affected population. 

Direct comparison of the findings of prevalence studies is made 

difficult because of variations between the studies. These variations 

include: definitions of mental retardation, some studies employing IQ 

scores only and others including criteria of social adjustment, IQ 

score cut-off points and criteria themselves varying; sources of data; 

the time period over which cE.ta was collected; size, age, and other 

population characteristics; geographical factors; date of survey; and 

aetiological factors, some studies restricting their cE.ta to Down's 

Syndrome or non-specific retardation (Lindsey and Russell,l981). In 

addition, some studies provide insufficient information for any rut 

the most gross comparisons (Sen, 1975). 

The following sections examine the above-mentioned and other 

variations by exploring the factors influencing the ootcome of ~ese 

studies. On account of the particular importance of South African work 

in view of local conditions, South African studies will be considered 

separately in section 2.12 of this chapter.Accordingly,sections 2.4 to 
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2.10 refer almost exclusively to studies conducted elsewhet·e. 

Sections 2. 2 and 2. 3 provide an introductory framewm-k by 

outlining the concept of "prevalence", and by examining 

theoretical estimates of prevalence. 

2.2 THE CONCEPT OF PREVALENCE 

The tenn "prevalence" refers to the number of cases (in this 

context, cases of trainable rrental retardation) relative to the 

population at risk (here, population of the study area) , in a 

given t1me period. It is contrasted with the concept of 

"incidence", which refers to the number- of new cases reported 

during a specified period of time, relative to the population at 

risk. These may be expressed as a percentage, but are rrore 

usually expressed as cases per 1000 population (Pyle, 1979). 

Tizard (see Brask, 1972) distinguishes l:etween three types of 

prevalence: "ascertained" prevalence, or the number of cases 

recorded by the authorities; "administrative" prevalence, or the 

number of persons needing services provided by the authorities; 

and "true" prevalence, the total number of cases, whether 

identified or not. This study is primarily concerned with "true" 

prevalence. Most studies to be discussed l:elow obtained their data 

through mental retardation registers (i.e. , "ascertained") :however, 

estimates of "true" prevalence are usually extrapolated. 

Tarjan, wright, Eyman, and Keeran (1973), however,caution that the 

limitations of the term be recognised. They identify four 

assumptions embedded in the concept which do not stand up to 

empirical evidence: firstly, that diagnosis of mental retardation 

is based essentially on an IQ score; secondly, that it is 
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identified in infancy; thirdly, that the diagnosis does not 

change; and fourthly, that mortality rates among the the mentally 

retarded are similar to those of the general population. However, 

diagnosis usually implies a degree of impairment in adaptive 

behaviour in addition to low IQ, as discussed in Chapter One. 

Since adaptive behaviour is related to chronological age, 

diagnosis is age dependent, and may even disappear in adulthood 

if retardation is relatively mild. Furthenrore, mortality is 

inversely related to IQ, with only the mildly retarded having 

life expectancies approaching those of the general population. 

These points will be returned to in later-sections. 

Three major sources of influence on 

introduced by the researcher are the 

the prevalence rate 

definitions of mental 

retardation used; the method of finding cases; and the accuracy 

of the denominator (the population "at risk") (Abramowicz and 

Richardson, 1975; Kushlick and Cox, 1973). D=finitions will te 

discussed in section 2.4 below. The methods used have generally 

either teen the examination of "ascertained" cases (where such 

records have teen considered reasonably accurate) or !:¥ direct 

survey (where the population at risk has been small and 

accessible enough). In the present study neither method is 

suitable, since neither set of conditions is met. As regards the 

denominator, age-specific cohorts deriving fran census data_or a 

population projection are most frequently used. 

The primary value of ascertaining the prevalance rate of mental 

retardation in a comnunity is in guiding the planning of new 

setvices, and, when data from subsequent studies are available, 

in assessing the impact of changes in the p3ttern of services 

(Kushlick and Cox, 1973; MacKay, 1971; Wing, 1971). 
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2. 3 THEORETICAL EXPEcrATIONS OF PREVALENCE 

This section examines briefly the prevalence rate expected from the 

theoretical normal distribution of mental ability, and then 

explores the reasons given for deviations from this rate found in 

empirical ~rk. 

In tet~s of the not~l distribution of IQ (with a mean of 100 and a 

standard deviation of 15), it is expected that mentally retarded 

people (with IQ's of 70 and below) rrake up 2,27% of the total 

population: this proportion falls below two standard deviations 

fran the rrean. A prevalence rate of 1,3 per thousand is expected 

below three standard deviations from the mean (i.e., an IQ of 55 or 

less) : the prevalence rate for IQ' s of 50 and below is 1, 2/1000 

(Anastasi, 1976). Even allowing for the fact that mental 

retardation may be diagnosed in terms of criteria additional to IQ, 

prevalence rates are generally found to be considerably higher 

below the IQ of 50, although prevalence rates above IQ 50 tend to 

conform to the Gaussian distribution (Richards, 1974). 

In lffiking sense of this apparent anomaly, Penrose (1963) reasoned 

that mental retardation was composed of two components. The 

familial canponent, the distribution of which ~uld correspond to 

the normal distribution of IQ scores, ~uld account for those cases 

theoretically expected. The excess of cases below the IQ of 50 was 

considered to be due to a pathological canponent: due to the 

additional organic impairment there ~uld be little association 

with the normal distribution, and IQ scores ~uld fall mainly below 

50. In combination, these two components ~uld yield a theoretical 

prevalence rate of 0,3% below IQ 50, and 2,3% between IQ 50 and 

70: see Figure 3. These figures have .been largely borne rut by 

research (Solomons and Solomons, 1973). 
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FIGURE 3 PENROSE'S DISTRIBUTION OF INTELLIGENCE 
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IQ 

However,a number of recent studies have led to Penrose's theoretical 

distribution being questioned. Hagberg, Hagberg, I.ewerth, and 

Lindberg ( 1981) found a prevalence t:ate of 0, 4% for mild rrental 

retardation in a Swedish county, and quote two other studies which 

also indicate prevalence rates below that expected in terms of 

Penrose's distribution. They suggest that this discrepancy could be 

due to a shift of the true IQ distribution to the right, with a mean 

of 110 or 112 + 15, as a result of economic, social, technical, and 

educational progress in Sweden. Although such progress could 

influence the expression of Penrose's "familial" canponent, and 

accordingly mild levels of retardation in particular, it is less 

likely to influence the prevalence of "pathological" retardation, 

except through improved health and medical care. 

The present study is unlikely to be affected by considerations of 

prq;Jress to the extent that prevalence rates in Sweden have been: 

firstly, the present study is cOncerned with prevalence below IQ SO, 

and would therefore theoretically include a high propm·tion of cases 

of "pathological" mental retardation; and secondly, standards of 



22 

health care and nutrition are unlikely to pa.rallel those of Sweden, 

which is reknowed for its high standards in these areas. 

2.4 DEFINITIONS OF MENTAL RETARDATION USED 

Diagnostic criteria of rental retardation ~re discussed in Chapter 

One: this section deals more specifically with criteria employed in 

prevalence studies, and focuses in p3.rticular on t...,e problems which 

arise in this connection. Areas of coherence will be derived, and 

this will be used to inform the present study. 

In diagnosing mental retardation in an individual, a composite 

clinical assessement can highlight particular features, 

circumstances, strengths and weaknesses. In large-scale prevalence 

studies this clinical richness is necessarily collapsed into a neat, 

operational definition, in which diagnosis is of the all-or-none 

variety. 

A major problem in this regard is that mental retardation may or may 

not be a symptom of another condition, and furtherrrore that a large 

number of identifiable causative conditions can give rise to mental 

retardation. On the other hand, a nedical diagnosis can be made in 

only exceptional cases (Akesson, 1974; Kushlick and Cox, 1973). 

The difficulty of separating what may be called primary mental 

retardation fran secondary mental retardation has been a rrajor 

problem in arriving at a unitary qJerational definition, and a 

number of studies have used aetiological features to more precisely 

delineate their focus of concern. Examples here are Down's Syndrome 

(Read, 1982; Thase, Liss, Smeltzer, and Maloon, 1982) and 

non-specific mental retardation (i.e., excluding cases where a 

causative condition is known: Herbst and Baird, 1983). 
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The usual approach to overcoming the problem of aetiology has been 

to ignore it in final derivation of the prevalence rate arrl to use a 

purely psychometric criterion instead. But this, too, is not 

without its problems, as, there are no clear-cut boundaries retween 

levels of intelligence, and because mental retardation by definition 

includes criteria other than subno~l intelligence. However, 

problems of this sort are largely confined to the fixing of t.'le 

cut-off point at the upper end of the range (MacKay, 1971): there is 

general agreement that mental retardation of IQ 50 and relow is far 

more reliably measured than is mild retardation (Lindsey and 

Russell, 1981). MacKay states that "social ·inefficiency appears to 

be an invariable concomitant of IQ's at this level" (1971, p.l2). As 

this study and most of the other studies sut~eyed are concerned with 

this group it is reasonable to assume that definitional and 

functional variability of cases included will re fairly restricted. 

A final problem to be discussed here (though not specifically 

addressed elsewhere) concerns the issue of importing a rut-off IQ 

score of 50 into the study area and simply assuming this to 

represent a similar level of intellectual functioning as elsewhere 

in the world. This is of central importance in the light of 

firstly, the cultural bias inherent in both the concept of 

intelligence and in the rrajori ty of intelligence tests available; 

secondly, the unreliability of measurements obtained at the lower 

ranges of IQ; and thirdly, the tendency of locally-standardised 

intelligence tests for children to produce inflated scores. This 

problem can be overcome, however, by assuming that the intelligence . 
of the at-risk population follows Penrose's distribution, and that 

the appropriate cut-off score occurs 3,34 standard deviations below 

the mean, a standard deviation representing 15 points. This rut-off 
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scat·e is 50 if the rrean is assumed to t::e 100. These theoretical 

assumptions regarding the at-risk population are made in b~is 

study. 

2.5 AGE-SPECIFIC PREVALENCE 

This and the following five sections examine the findings of the 

prevalence studies su1~eyed, each section dealing with an aspect of 

prevalence which can be more-or-less separated from the rest. It is 

worth noting at the cutset that prevalence rates for severe :rrental 

retardation indicate an average · of about 4 per thousand, with a 

lowest rate of 2,16/l 000 and a highest of -5,8/l 000 (Kushlick and 

Cox, 1973) in the 56 prevalence studies covet'ed here. Considerably 

wider variation is found in the prevalence rate of mild mental 

retardation. 

This section examines the phenanenon that prevalence rates vary 

considerably between age-groups. Usually the r;:.eak prevalence rate 

obtained (which generally reflects the ascertained prevalence) is 

taken as a gauge of true prevalence, and reasons for fOSSible 

discrepancies between these two rates are hypothesised. 

A higher prevalence rate of severe mental retardation is normally 

reported for older children than for young children or for adults. 

This is probably due to rrore cases becaning reccgnised as these 

children grow older rather than to new cases arising in the 

population, as severe rrental retardation is usually present from 

early infancy (Abrarrowicz and Richardson, 1975). A number of 

factors are probably bnplicated in this, such as hesitancy to 

classify children as rrentally retarded when young in order to "give 

them the benefit of the doubt" (Goodman·and Tizard, 1962). In 

addition, children with no other handicaps (see section 2.10)may be 
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expected to go unrecognised for a longer J;'Briod than dlildren who 

exhibit additional conditions such as epilepsy, behavioural 

difficulties, or cerebral palsy. Inadequate health and associated 

services, such as in the case of the study area, are also likely to 

result in more cases remaining unrecognised, in terms of diagnosis, 

registration, and provision of services. For older age-groups, 

prevalence declines. This TIBY be p:~rtially due to contact teing 

lost with such cases, older case records being less reliable than 

more recent ones, diagnostic services and notification procedures 

. being more comprehensive than they were previously, and other 

factors related to the reliability of data rather than to the true 

prevalence. However, at least two processes do appear to lead to a 

reduction in the true prevalence: amongst the mildly retarded 

population a significant proportion tend to lose the diagnosis due 

to improvement in social functioning: Tarjan, Wright, Eyman, and 

Keeran ( 1973} estimate this figure as 66%; and amongst the rrore 

severely retarded, a higher than average nortality rate serves to 

reduce their numbers as well. Mortality rates will be further 

discussed below. 

The age-groups sharing peak prevalence in the studies under 

examination vary to some extent, depending on factors such as the 

upper age level included in the study and ascertainment biases 

(Abramowicz and Richardson, 1975}. Some studies found peak 

prevalence between the ages of 10 and 14 (Brask, 1972; Goodman and 

Tizard, 1962; Gustavson, Holmgren, Jonsell, and Blcrnquist, 1977; 

Henderson, Pate, W=gman, and Ross, 1972), while in others p?ak 

prevalence occurred between 15 and 19 (Akesson, 1974; Blanquist, 

Gustavson, and Holmgren, 1981; Kushlick, 1961, in Kushlick and Cox, 

1973; Innes, Kidd, and Ross, 1968; MacKay, 1971}. Although 
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Henderson et al, ( 1972) argue that the r::eak prevalence for the 10 to 

14 year age group should l:e the closest approximation to the true 

prevalence, most sources agree that this approximation is rrost 

likely in the 15 to 19 age-group (Brask, 1972; Innes, Kidd, and 

Ross, 1968). However, as was suggested above, such discrepancies 

are to some extent to l:e expected given methodological differences 

between studies. AbraTTDwic?. and Richardson ( 1975) come to the 

conclusion that the highest age-specific prevalence rate in any 

study is rrost likely to t:e the one closest to the true prevalence. 

Fran their· review of 27 community studies of the epidemiology of 

severe rrental retardation they conclude that the oost approximation 

of tl'lle prevalence is likely to l:e ootween 3 and 5 per thousand. 

Mortality rates have l:een found to be higher arrongst the rrentally 

retarded than arrongst the general population, with that of mild 

cases approaching normality. .In British Columbia, Herbst and Baird 

( 1983) calculated the rrortali ty rates for mild and rode rate levels 

to be twice that of the normal population; for severe rrental 

retardation, seven times; and for profound levels, 31 times as 

high. However, conflicting evidence is produced by Carter and 

Jancar (1983) and by Tait (1983): in a 50-year survey, Carter and 

Jancar found that the difference in mortality rates at all levels of 

retardation were relatively small in relation to the general 

population, compared to the situation of fifty years ago. . This 

increased life-span was attributed to improvements in drug therapy, 

better diet, and better care and environment. In this time, they 

found that that longevity amongst Down's Syndrane patients increased 

by forty years. Tai t ( 1983) , on the other hand, found an increase 

in rrortali ty in D.Jwn' s Syndrome in the middle life r::e'riod: by 

discounting this excess mortality and that of the profoundly 
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retarded in early life, it was found that the remainder of the 

mentally retarded population had a life expectation approaching that 

of the general population. Carter and Jancar' s findings, however, 

may not be generally applicable as their subjects had all received 

good medical care at a group of British oospi tals it seems not 

unreasonable to expect rrortali ty rates to increase somewhat where 

such facilities are not available. The issue of mental retardation 

in old age is relevant to the present study in that it provides 

important qualitative data in gauging the overall needs of the 

mentally retarded community of the study area. Accordingly, 

increased longevity may be expected along with linprovements in 

health care in the future, and the needs of increasing numbers of 

aged mentally retarded people will have to be provided for. 

The natural history of severe rrental retardation, evident fran the X 

above discussion, suggests that the greatest need for facilities (in 

terms of the number of cases recognised) is amongst children aged 10 

to 19. Although usually present fran early infancy, severe rrental 

retardation is nost often recognised during this period, except in 

cases where rrental retardation is accanpanied by other conditions 

requiring particular attention, or where physical signs make the 

diagnosis self-evident (as in Down's Syndrome). At the same time, it 

is equally evident that the advantages of providing early education 

(i.e., at preschool level) in the individual case are considerable, 

as will be discussed at greater length in Chapter Five. This 

requires the extension of early diagnostic services, which ~uld 

lead to a higher ascertained prevalence rate among the younger 

age-groups, and concani tantly an increased need for services for 

these children. The variability of age-specific prevalence rates 

found within studies makes it linpossible to estimate a ratio of 
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younger to older severely mentally retarded children requiring 

se111ices, although such a ratio would be useful in planning for 

age-specific se111ices. In addition, with the probable decline in 

the rrortality rate with improvements in health care, it is· clear 

that appropriate facilities for the aged will becane prcgressively 

more needed. 

2.6 SOCio-ECONOMIC DIFFERENCES 

Almost all of the prevalence studies surveyed derive from the First 

World. Sen (1975) quotes a figure of 4% for mental retardation in 

India based on a number of sut11eys conducted- in vajor Indian cities, 

but gives no further details. He explains that detailed figures are 

not available owing to a lack of funds for undertaking a 

canprehens i ve survey. This factor, canbined with a lack of 

appropriately-trained personnel and other characteristics of 

deprivation camronly associated with the Third W:Jrld, is likely to 

explain the paucity of data from these regions. 

Of the prevalence studies fran the First W:Jrld, a minority nE.ke 

reference to socio-economic differences in prevalence, and fewer 

still provide sufficiently-detailed information for camparitive 

purposes. Even in these cases, the applicability of findings to 

conditions in the study area needs to be evaluated with· 

circumspection, since characteristics of deprivation (such as levels 

of nutrition, infection, pre- and post-natal care, arrl social 

conditions such as violence arrl parental drug abuse ) rrey not be 

equivalent. For these reasons, some reliance rm.1st te placed on 

findings other than those deriving fran prevalence studies. Of 

relevance to this study are findings of research into the 

association of mental retardation with r;overty-related factors, on 
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account of poverty being a major characteristic of the population of 

the study area (see Chapter One). Although numerous factors are 

associated with poverty, only the effects of p::>er nutrition will be 

discussed at any length below, as these are less easily recognised 

ard treated than the effects of infection, overt brain injmy, and 

other factors. 

Accordingly, this section will initially discuss the findings of 

prevalence studies, ard subsequently the findings of studies into 

the relationships between malnutrition and mental retardation. 

Thereafter, relevance for the present study will be discussed. 

2.6.1 Findings of prevalence studies 

A number of studies recognise mental retardation as being rrore 

cCI!liiDn in lower socio-econanic groups: Tarjan, Wright, Eyman, and 

Keeran ( 1973) state that 11a child born and reared in a disadvanta

ged environment has 15 times the probability of being labelled as 

mentally retarded as does his age mate of suburbia,. (p. 371). Amongst 

the mildly retarded, Brask (1972) in Denmark found that 

enviro~ntal factors such as local socio-econanic conditions and 

traditions in the education system affected prevalence. Czeizel et 

al, ( 1980), in Hungary, found that the rates of unskilled and 

semi-skilled workers among the parents of cultural-familial (or 

11 familial 11
) mildly retarded children ~Mere rrore than twice the rates 

found in the pathological, more severely retarded groups. Blomquist, 

Gustavson, and Holmgren (1981) also note that an improved 

environment and increased stimulation can lead to mental development 

among the mildly retarded. 
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It is generally considered that the effects of a poor socio-economic 

environment are greater on the prevalence of _mild mental retardation 

than on severe levels (Lindsey and Russell, 1981; Richardson, 1968; 

Tarjan, Wright, Eyman, and Keeran, 1973). Brask (1972), however, 

suggests that environmental factors will operate in a different way 

on the severely retarded, through factors such as complications 

during pregnancy and childbirth, and higher infant mortality rates. 

Abramowicz and Richardson (1975) evaluate the results of four 

studies, all conducted in Great Britain, which examine the effects 

of socio-econamic differences on the severely retarded. Two of 

these studies found that severe mental retardation was evenly 

distributed across social classes, while two found that severely 

retarded children were over-represented in lower social classes. 

However, on account of serious rrethodological flaws in three of 

these studies, Abramowicz and Richardson conclude that "the best 

evidence suggests an absence of social-class gradient arrong the 

families of severely retarded dlildren" (1975, pp. 29-30). In a 

study in Mannheim, Germany, 

predominance of mentally 

Liepmann and Marker (1978) found a 

retarded children from "lower 

socio-economic environments", but insufficient data make canparisons 

with other studies difficult. 

In summary the above prevalence studies indicate that mild 

, retardation is "closely associated with poverty, the lifestyle of 

the unskilled working class, and the social and educational services 

they receive" (Kushlick and Cox, 1973, p. 751). On the other hand, 

there is generally less variation in prevalence 'rates of severe 

mental retardation, which occurs equally in all strata of society. 
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A number of r.::oints need to be rrade with regard to these findings, 

however. Firstly, it is significant that these prevalence studies 

do not refer to the substantial l::xxiy of work on the association 

between malnutrition and mental reta1uation. Although malnutrition 

may not have been a ITB.jor variable in the populations studied, the 

findings of these studies need to be transported with care to 

populations in which rra.lnutrition is widespread. 

Secondly, it appears that they frequently equate socio-econanic 

differences with variations in psychosocial conditions such as 

educational traditions (Brask, 1972), levels of stimulation 

(Blomquist, Gustavson, and Holmgren, 1981), and lifestyle (Kushlick 

and Cox, 1973). Czeizel et al, ( 1980) speak of variations in 

cultural-familial l.llental retardation, i.e. Penrose's "familial" 

component, which is vulnerable to psychosocial deprivation of these 

kinds. Accordingly, the finding that psychosocial deprivation and 

"familial" mild mental retardation are associated does not 

contradict theoretical expectations, and it is equally to be 

expected that severe rrental retardation, with a large "patholQJical" 

canponent, is not markedly affected by psychosocial deprivation. 

Since organic factors are implicated in "patholQJical" retardation, 

it may be hypothesized that factors such as malnutrition, 

prematurity and low birthweight, and other r;:overty-related diseases 

and conditions frequently associated with lower socio-economic 

populations such as those resident in the study area, should be nore 

frequently found arrong the severely mentally retarded of the lower 

socio-economic classes than amongst those of the higher 

socio-economic classes. However, aetiology is unknown in the 

majority of cases of severe rrental reta1uation (see section 2.10), 

and the only study which examined cases of this rort (Herbst and 

Baird, 1983) did not control for social class. 
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At this rx>int, then, evidence appears to l:::e of uncertain value to 

the present study, and further evidence fran alternative sources is 

required to clarify the issue of whether the prevalence of severe 

mental retardation is associated with socio-economic differences. 

2.6.2 The relationshios between malnutrition and mental retardation 

It is assumed here that levels of malnutrition vary l:::etv.,reen 

socio-economic classes, and that evidence for an association between 

malnutrition and rrental retardation will indicate that retardation 

resulting from malnutrition will be highest among the socio-economic 

classes which experience malnutrition worst, namely the lower 

classes. In addition, it is assumed that the sequelae of 

malnutrition are organic, therefore affecting "patholCXJical" 

retardation, which is most frequently associated with severe levels 

of retardation. 

It is extremely difficult to study the relationships between 

malnutrition and mental retardation, as controlled studies of 

nutritional deprivation are rut of-the question for ethical reasons. 

Therefore, although links can l:::e established, these are frequently 

by implication. 

At this point, it is -....orth noting that "the root causes of major 

causes of ill-health are socio-political". (Saunders, 1980, p.46). 

Thus, any suggestion that malnutrition may l:::e a significant factor 

underlying the prevalence of severe rrental retardation on the Cape 

Flats does not imply that this is the; final cause. A trorough 

investigation should examine the socio~political conditions in 

society which give rise to malnutrition: however, such an analysis 

is beyond the scope of this study and will not be considered 

further, despite its central imr:ortance. -, 
r 
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Numerous studies show a correlation between early undernutrition and 

subsequent development {Behar, 1968; Celedon, Csaszar, Middleton, 

and deAndraca, 1980; Hurley, 1968; Kaplan, 1972; Kotch, 1970; 

Poskitt, 1980; Scrimshaw and Gordon, 1968; Scrimshaw, Taylor, and 

Gordon, 1968). 

Sane of the effects of nutritional deficiencies at-e t·eversible if 

treatrrent begins early enough. During the last six mJnths of 

pregnancy and the first six months of life cell division is 

producing rapid growth of brain tissue. Nutritional deprivation 

during this ~riod can severely retard ps{cholO]ical development, 

and is probably irreversible unless treatment begins before cell 

division ends. From six months of age to approximately the first or 

second year of life the rate of brain growth is still very rapid, 

mainly by protein synthesis. Nutritional rehabilitation during this 

time can still be p3.rtially effective. However, after this period 

the brain grows significantly :rrore slowly, and the effects of 

treatment on IQ are negligible after about four years (Kaplan, 

1972). 

Knobloch, Rider, Harper, and Pasamanick (1956, in Kaplan, 1972) 

examined a variety of factors related to physical and mental 

development in premature babies and found that the severity of 

abnonnalities increased as birth v.eight decreased. These findings 

have been supported by numerous subsequent studies (Kaplan, 1972). 

In a well-known study in Cape Town, Stoch and Smythe (1967) 

conducted a study in which 20 "Cape Coloured" children who had been 

grossly undernourished during infancy were followed up for a period 

of 11 years. They were compared periodically for head circumference, 

height, and weight with a group of matched controls, who themselves 
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were not optimally nourished. At the end of this r:eriod they 

undet~ent a series of intellectual, psychological, and EEG examina

tions, which showed that undernutrition during the r:eriod of active 

brain growth had resulted in reduced brain size and impaired 

intellectual development. The results of certain non-verbal 

sub-tests indicated defects in visucm::>tor ability and pattern 

perception, a finding which Stoch and Smythe suggest could be dJe to 

organic brain damage resulting from malnutrition. 

Wilton and Irvine (1983) compared the nutritional intakes of 

socio-culturally mentally retarded children with non-retarded 

children of low and average socio-economic status. They found that 

the retarded children had significantly lower daily intakes of 

almost all basic nutritional substances than was the case in either 

of the two control groups. They conclude that although the 

developmental significance of their findings are not clear, it seems 

prudent to incorporate a focus on diet in intervention programmes. 

In a study in Chile, Monckenberg et al, (1972) studied two groups of 

preschool children from differing socio-econc::rnic backgrounds and 

nutritional status in order to determine effects of chronic 

undernutrition on behaviour and mental capacity. They noted a high 

incidence of psychOfOC)tor retardation in the group from the !CAVer 

socio-economic level, the severity of which was directly related to 

the arrount of animal protein consumed, and to physical and cranial 

growth. 

In summary, it appears that strong evidence exists to suggest that 

mental retardation can result from malnutrition: the earlier it 

occurs, the greater the extent of t;nssible damage unless treat:rrent 

is initiated quickly enough. Although mild levels of retardation 
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can result fran certain types of undernutrition (such as rrarasmus 

and kwashiokor), severe mental retardation can result from gross and 

chronic undernutrition. Figure 4 (modified fran Collis ,and Janes, 

1968, p.69) serves to illustrate the processes involved, and also to 

replace malnutrition in the social context from which it was 

abstracted for purposes of this discussion. 

FIGURE 4 MALNUTRITION PRECONDITIONS AND CONSEQUENCES 

Social conditions conducive to malnutrition: 

political context, poverty, poor hygiene,poor 

provision of health facilities, overcrowding, 

parasitic diseases, communicable diseases ••• 

y 
Malnutrition 

Physical retardation .Mental retardation 

(modified from Collis and Janes, 1968,p.69) 
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Malnutrition is not the only cause of rrental retardation which rray 

be expected to be rrnre conmon in lowet· socio-economic gt·oups than in 

higher ones. Chemogenic changes to brain tissue can occur through 
' 

maternal alcohol abuse (Graham-clay, 1983) or to the toxic effects 

of disease processes such as encephalitis; the foetus can tecome 

infected through maternal rubella, syphilis, or use of various drugs 

which can cross the placental h=:n.:-riet·; and the newborn child can 

contract various infections, such as rreningitis (Hutt and Gibby, 

1979; McKinnon, 1980). As was t.l-J.e case with rra.lnutrition, early 

intervention can prevent rrental retardation in some cases: however, 

if medical care is not received in time the sequelae become 

progressively more severe and can end in death. 

The question arises, however, of why it is that the expected higher 

prevalence of severe rrental retardation in low socio-economic groups 

is not reflected in the majority of prevalence studies. Drillien, 

Jameson, and Wilkinson ( 1966), in a study in Edinburgh, found that 

in the IQ range 30-54 mental retardation in the absence of other 

overt abnormalities tends to be higher in low socio-economic groups. 

This suggests that these children would be rrore likely to go 

unrecognized because of the absence of overt distinguishing 

features. Furtherrrore, it is likely that access to diagnostic and 

treatment services would te worse for lower socio-economic groups 

than for high ones; and the difficulty of registration and follow-up 

would also te likely to te greater for this group. Finally, the 

supposed "greater tolerance level" of the lower socio-economic 

groups might lead to children repeatedly failing at school teing 

simply considered "slow", "late developers", or "not academically-

minded". This problem would be increased through poor diagnostic 

services, and could result in inappropriate placement of the child 
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ordinary schools). This 

to behaviour difficulties, 

commonly associated with mental retardation, being more easily 

accepted than in higher socio-econanic groups. In general, ·these 

factors suggest that the absence of a socio-econanic gradient in 

relation to severe rrental retardation rray partly be explained by 

problems of ascertai.r.rnent of these cases at lower socio-econanic 

levels, rather than as an accurate reflection of the prevalence. 

However, despite the above evidence, it is clear that higher 

prevalence rates are to be expected only, and that these 

expectations are contrary to the general trend of findings. At the 

same time, it appears realistic to take cognisance of this 

expectation in the present study owing to the high rate · of 

malnutrition and other p::>verty-related diseases comron in the study 

area. Should these processes lead to one additional case of severe 

retardation per 1 000, as is considered reasonable, this would raise 

the expected prevalence from 4/1 000 to 5/1 000. 

2.7 GEOGRAPHIC DIFFERENCES 

Comparisons, when made, are on two levels: across countries or large 

regions, and on intra-regional differences. Bearing in mind that 

countries compared are all First Wbrld, it is evident that 

prevalence rates are fairly constant from country to country 

(Henderson, Pate, Wegman, and Ross, 1972; McDonald, 1973). 

Sane surveys have indicated intra-regional variations (Gustavson, 

HoJmgren, Jonsell, and Blanquist, 1977; Innes, Kidd, and Ross, 1968; 

Lindsey and Russell, 1981; McDonald, 1973). vmether these variations 

are due to a true difference in prevalence is uncertain as different 
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ascertainment rates and services, as well as differences in 

population characteristics, may influence the rates obtained. Sane 

studies suggest that "inbreeding" of isolated canmunities n:ay lead 

to increased prevalence (Gustavson et al, 1977; Lindsey and Russell, 

1981). 

A second, more sp:=cific type of intra-regional difference \.Vhich has 

been examined is that of urban/rural variation. Abrarrowicz and 

Richardson (1975) conclude fran their review of four studies which 

included an urban/rural breakdown that there was no consistent 

difference, and that only one early study (conducted in 1929) 

indicated that LUral rates were higher than urban ones. They 

believe that advances in technology and communication would explain 

the closer agreement of urban/rural rates in nore recent studies. 

However, Hagberg, Hagberg, Lewerth, and Lindberg (1981) in Sweden 

noted that urban populations have a lower prevalence of rrdld 

retardation, and Akesson (1974) in Denmark found that the prevalence 

rate of severe rrental retardation varied inversely with population 

density. Thus, the conclusions reached by AbraTrowicz and Richardson 

need to be viewed as uncertain. Although this does not rraterially 

affect the present study, an nnplication is that prevalence rates in 

rural areas (and presumably smaller towns) cculd be higher than 

those of the study area. 

2.8 TIME TRENDS 

The question of whether prevalence rates are declining, increasing, 

or remaining constant has nnplications for the future provision of 

services; and if a second survey of a population is conducted after 

a suitable period of time, the effectiveness of preventive and other 

services during the interim period can be guaged. It is evident that 
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future service needs of the study area can t:e informed cy data 

obtained through surveys conducted elsewhere: however, there is no 

substitute for comprehensive surveys in evaluating effectiveness of 

present services in the study area itself. 

Trends in prevalence rates over time are far frcrn clear, however. 

Gocdman and Tizard ( 1962) suggested that the prevalence of 

"imbecility" and "idiocy" was likely to increase, since a decline in 

infant mortality was likely to cause an increased number of children 

to be born with defects. On the other hand, Abrarrowicz and 

Richardson (1975) note that prevalence- rates have remained 

remarkably constant over the years, at around 4 per 1 000. This is 

supported by Elwood and Darragh (1981), who found that prevalence of 

severe rrental retardation in Northern Ireland established in their 

study was very similar to that obtained in an earlier survey. They 

state that "this is despite the fact that ••• during the same r-eriod 

the infant mortality rate in Northern Ireland halved from forty r-er 
I 

lCXXJ live births to around twenty per lCXXJ live births " ( p.l51). In 

addition, facilities such as schools, hospitals, workshops, and 

hostels had become increasingly available. 

A number of recent studies have indicated a declining prevalence 

rate, pa.rticularly in Sweden. Blarquist, Gustavson, and Holmgren 

( 1981) noted a decline in mild rrental retardation in a northern 

Swedish county over an eleven-year period, attributing this to 

improved environmental conditions. Gustavson, Hagberg, Hagberg, and 

Sars ( 1977) noted a decline in incidence of severe mental 

retardation in centrai Sweden, from 5,3/1 000 in the 1959.,..1962 birth 

cohort to 3,1/1 CXX) in the 1967-1970 birth cchort. Gustavson, 

Holmgren, Jonsell, and Blomquist (1977) also found a reduced 
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incidence of severe mental retardation in northern Sweden, and state 

that the decreased incidence was almost entirely due to a reduction 

in the incidence of I})wn' s Syndrane to a third of its previous 

level. This they found was correlated with lowered Il\3.ternal age. 

As if to deliberately complicate matters further, Read (1982) states 

that there has been an increase in the incidence of Down's Syndrome 

in recent years, mainly affecting young rrothers. This he attributes 

to environrrental factors, and he suggests an association with the 

contraceptive pill. Herbst and Baird (1983), in Quebec, also found 

a decline in incidence over a thirteen-year period, but state that 

this is due to a decrease in the frequency of cases at the upper 

levels of functioning (i.e. mild retardation, since their study 

included cases up to IQ 67). They believe that insufficient time 

has elapsed to suggest reasons for this decline. 

The above data suggests little evidence of an increase in severe 

mental retardation over time. Evidence indicating a decrease comes 

predominantly from Sweden, which suggests that this phenomenon 

results from the comprehensive health service provided in that 

coontry. On account of the r:oor health services available in the 

study area, it is unlikely that prevalence rates will be affected in 

this way. Supporting this assumption is the fact that many studies 

indicate that prevalence rates have remained largely unchanged over 

time. 

2. 9 SEX RATIO 

Evidence here is largely unequivocal: prevalence is higher in Il\3.les 

(for example, Czeizel et al, 1980; Herbst and Baird, 1983; MacKay, 

1971; Wing, 1971). Malzberg (1953: in Henderson, Pate, W8gman, and 

Ross, 1972) suggested two possible reasons for the Il\3.le excess. 
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Firstly, there was a higher likelihood of rrales l:::eing presented for 

ascertainment because of differential expectations regarding the 

behaviour of the sexes; and secondly, there is a higher prevalence 

of rome disorders ( eg. f.bwn' s Syndrcme) in rrales. The higher risk 

of pre- and r;:erinatal damage to males is W9ll-knawn: Henderson, 

Pate, ~n, and Ross ( 1972) state that this factor is probably 

implicated in the higher prevalence of rrales arrong the severely 

retarded. 

Although the general trend is clear, the extent of the :rrale excess 

is not. B1anquist, Gustavson, and Holrr1gren (1981) record a 

rna1e:fema1e ratio of 1,8:1 in Sweden; MacKay (1971) records a ratio 

of 1,14:1 in Northet~ Ireland. 

In the present study, however, no attempt will be made to estimate a 

sex-specific prevalence, since this will not affect the need for 

services. 

2.10 AETIOLOGY AND ASSOCIATED HANDICAPS 

The wide range of disorders known to predispose the individual to 

mental retardation numbers in excess of four hundred. Discussion 

here will be largely confined to, firstly, noting findings of 

prevalence studies; and secondly, drawing implications for the 

provision of services. Closely linked to this are the handicaps 

associated with rrental retardation, which nay have a ccrnnon 

aetiolc:qy with the retardation itself, or may be a consequence of 

it. 

In rrost cases, the cause of severe .rrental retardation is unknown. 

For example, Innes, Kidd, and Ross (1968) state that in 84% of cases 
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the diagnosis is not known accurately. Hutt ard Gibby (1979) point 

out that up to 94% of cases are of unknown aetiology if the 

definition of the American Association of Mental Deficiency is used. 

It is apparent that the proportion of cases with a known aetiology 

will be dependent on a number of factors, such as the sophistication 

of the diagnostic procedures used. 

As was noted in section 2. 6. 2 above, early treatrrent of certain 

known disorders can result in prevention or amelioration of rrental 

retardation. For this reason, adequate diagnostic and treatment 

services are essential. 

With respect to associated handicaps, a general finding is that 

these increase in number and severity as IQ decreases. Abrarrowicz 

and Richardson ( 1975) estimate the prevalence of severe rrental 

retardation in canbination with associated handicaps at 2 per 1000: 

that is, approximately half of the population with severe 

retardation will have an associated handicap as well. The :rrost 

common of these are cerebral palsy and epilepsy (Drillien, Jameson, 

and Wilkinson, 1966; Gustavson, Holmgren, Jonsell, and Blanquist, 

1977; Herbst and Baird, 1983; McDonald, 1973; Wing, 1971), although 

hyorocephaly and microcephaly are also fairly common, becoming more 

so with increasing severity of retardation. Liepmann and Marker 

{1978) found that 89% of cases in Mannheim (Germany) had associated 

handicaps, but it is unclear whether their classification included 

behavioural difficulties. 

Krarrer (1976) camrents that the level of retardation can itself 

increase by the presence of associated organically-induced 

handicaps, such as epilepsy, hypotonia, and ataxia, which make it 



43 

difficult for the infant to explore the environment. 

It is widely recognised that mental retardation is frequently 

associated with a wide range of psychiatric disorders. Slater and 

Roth ( 1977) refer to an increased incidence of manic-depressive 

psychosis, but not schizophrenia, in the rrentally retarded; Varley 

( 1984) describes three cases of mentally retarded girls who 

exhibited schizophreniform psychoses following sexual assault; 

Corbett ( 1976) discusses a number of disorders and their treatment 

in children. Reid ( 1980) examined the occurrence of psychiatric 

disorder among a group of 60 children over a ·period of "some years". 

He found that "the natural history of the psychiatric disorders in 

the children in the survey was canparable to that found in children 

of normal intelligence" (p. 296). However, there was a tendency for 

certain disorders to prove unusually persistent: he related this to 

the familial nature of these . problems, and emphasised the intense 

difficulties under which some families with mentally retarded 

children labour. 

As is the case with all forms of associated handicaps, da.ta on 

psychiatric difficulties are essential for planning services. The 

severity of stresses faced by families indicates a strong need for 

intervention at this level, and psychological intervention rray t:e 

required in dealing with relevant problems. Behavioural techniques 

have proved extremely useful, particularly with regard to tehaviour 

difficulties (Corbett, 1976; Cytrin and Lourie, 1980). 

Associated handicaps specific to the elderly are also of importance 

in considering the planning of services. Sane evidence for an 

increased incidence of dementia (particularly Alzheimer's Disease) 
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canpared to the non-retarded pJpulation was shown by Thase, Liss, 

Smeltzer, and Maloon (1982) and a number of other studies, although 

other studies have not supported these findings (Eisner, 1983; Tait, 

1983). 

2.11 SUMMARY OF OVERSEAS STUDIES 

The ascertained prevalence of severe rrental retardation is highest 

in the 10 to 19 age-group. In addition, it is higher in males than 

in females, and is higher in rural areas than in urban ones. In 

general, evidence indicates that prevalence rates have remained 

largely constant over time. In rrost cases; aetiology is unkncwn: 

h<J<Never, approximately half of those affected are likely to express 

at least one additional physical handicap, and a considerable 

proportion also suffer from psychiatric difficulties. 

These characteristics of the trainable retarded pJpulation nay be 

expected to apply to the affected pJpulation of the study area. 

However, it was suggested in section 2.6 that the finding that 

prevalence does not vary across S)Cio-economic groups needs to be 

considered in the light of evidence obtained from sources other than 

prevalence studies. Conditions of poor nutrition, and by 

implication pJVerty, may pJSsibly play an important role in the 

causation of severe rrental retardation. On account of the high 

level of poverty in the study area, it is likely that prevalence is 

above the world mean for this reason. 

Overseas studies of prevalence indicate a world mean of 

approximately 4 per 1000. However, these studies invariably include 

all cases of retardation bel<J<N IQ 30 as ~11. As the prevalence 

rate of this group is approximately l/1 000 (Tickton, personal 

communication) this leaves a world mean of 3/l 000 for cases between 
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IQ 30 and IQ 50. For the present study, this figure is considered 

the lc:wer end of the expected prevalence range: accordingly, at this 

point it is justifiable to use a range of 3/1 000 to 5/l 000. 

2 .12 SCXJTH AFRICAN S'IUDIES 

It is evident that very few studies exist in this area: in fact, 

most authorities in Sooth Afri.c-3 contacted in this regard did not 

know of such WDrk (eg, Albert, personal canmunication; Wagner, 

personal communication). Only two studies which specifically 

addressed this question are known: Friedlander and Power (1982), and 

Power (1977), although a small number of others have examined 

various aspects discussed in previous sections above. 

Both these studies were carried out in Coloured oommunities in Cape 

Town of mixed social classes: Friedlander arrl Power {1982) in 

Heideveld, and Power (1977) in Athlone. Both sought to identify all 

cases of severe rrental retardation (ie, IQ's of 50 and below) in 

children whose parents lived in the area studied. The authors 

approached all hospitals, local authority clinics, state 

institutions, social welfare cgencies, school psycholCXJY services 

arrl primary schools serving the area. Power (1977) identified 111 

cases aged 6-17 years, of which 74 could be included in his study; 

Friedlarrler arrl Power (1982) could identify 50 cases,aged 0-18 years. 

"Administrative prevalence"! was found to be 2,5/1 000 in Heideveld, 

and between 2,62/1 000 and 3,36/l 000 (depending on row the figure 

was calculated) in Athlone. In Athlone, the maximum age-specific 

prevalence, 3,49/1 000, was found in the 15-17 age group, and Power 

considered this likely to be closest to the "true" prevalence in 

Athlone. Paradoxically, however, Power also states that "the true 

1 The term used by the authors: in Tizard 's termi nolCXJY ( see 

section 2. 2 above) this WDuld be termed ."ascertained prevalence". 
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age-specific prevalence rate for Athlone nust lie between 2, 62 and 

3,36 per thousand"· (1977, p.32), here assuming a correspondence 

between "true" prevalence aro the prevalence_ ascertained in his 

study. 

In both studies, no attempt is rrade to explain why the prevalence 

rate obtained is lower than that of studies conducted elsewhere. At 

least two possible explanations may be proposed. Firstly, that true 

prevalence in both Heideveld and Athlone are considerably below the 

world mean. In favour of this is the argument that a larger-than

average proportion of mentally retarded children is likely to die 

during infancy, in view of the higher-than-average infant mortality 

rate of the Coloured camnunity (Molteno, :r;:ersonal ca:nmunication). 

Hcwever, as was shown in section 2.5 above, this is in keeping with 

overseas findings (Herbst and Baird, 1983), aro is therefore not 

particular to the Coloured camnuni ty. It ¥-Duld need to be de:rrons

trated that a larger-than-expected proportion of infant deaths 

occurred among the mentally retarded: because of the early age of 

death,however,diagnosis would need to be based on physical criteria, 

such as found in Down's Syndrome aro other abnormalities frequently 

associated with mental retardation. Therefore, it may be expected 

that a high proportion of infant mentally retarded rrortalities, 

without overt physical signs associated with rrental retardation, 

would be indistinguishable from other infant deaths on grounds of 

mental retardation. An addi tiona! problem would be the cause of 

death: it would need to be shown that death was inevitably a result 

of the child's mental retardation (and associated disorders), rather 

than of another condition. However, even if this argument could be 

tested aro be supported, it was shown in sect ion 2. 5 that the excess 

of rrentally retarded infant rrortalities tended to be among the rrost 
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severely retarded and those with physical abno11malities. This 

suggests that trainable rrentally retarded children v..ould make up a 

greater proportion of those with IQs of 50 and below in the 

camnunities studied than in overseas studies. This is borne rut in 

the data of Friedlander and Power (1982), which indicate 18% of 

their cases to have IQs of 30 and below as cpposed to the expected 

25%. 

A second explanation of the lower-than-expected prevalence rates 

found is that not all cases v.ere identified. This is TTDre likely, 

given that few (if any) overseas studies consider their case-finding 

methods infallible, even in countries in which sophisticated 

registration procedures are found, such as Sweden. Additional 

evidence for this is that Power (1977) could not include 37 

previously-identified cases in the study because they had either 

moved cut of the area ( 16), could not be traced ( 20), or had since 

died (1). This attests to the difficulties of case-finding and 

maintaining contact in the study area. An interesting, though 

spurious observation is that, since 100% of cases which could be 

traced v.ere found to be eligible for inclusion, had the study been 

able to include all 111 previously-identified cases, the prevalence 

rate in the 6-17 age group would have been 4,82/1 000. This is 

considerably above the world rrean. 

In both studies, a preponderance of males was found, in keeping with 

overseas studies. 

A number of other issues were examined in these studies. However, as 

these are not directly relevant to the focus of this chapter, being 

concerned primarily with the adequacy of service provision instead, 
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they will be discussed in Chapter Three. 

Smart (1981) investigated the incidence of Down's Syndrome children 

born in Cape Peninsula hospitals between 1977 and 1979. It was 

found that, in White children, the rate was one Down's Syndrome baby 

in 185 live births; in Coloured children, 1:830; and in Black 

children, 1:1 170. Smart indicates the world mean to be 1:600. The 

high incidence in Wlites is attributed to the fact that Wlites nB.Y 

be nore aware of the availability of chranosome studies, and may 

specifically request them. In addition, many White babies are born 

in private clinics, for which no general birth statistics are 

available. The la.v rate in Black children nB.y J:e due to the fact 

that the Down's Syndrome babies born rutside the oospi tals are not 

reported to relevant authorities. 

With regard to factors related to poverty, Freeman (personal commu

nication) reports that undernutrition is generally not a rcajor 

contributor to the development of rrental retardation in children 

admitted to the Livingstone Hospital in Port Elizabeth. 

Accurate figures are not available, since patients are normally 

classified under the primary diagnosis only (such as rreningitis), 

with no reference to possible cerebral damage. As the link between 

meningitis and subsequent mental retardation is v.ell-established 

(see, for example, Slater and Roth, 1977; Cytrin ard Lourie,l980), 

it is possible that cases of mental retardation may escape detection 

in this way. Potter et al, (1984) surveyed 213 children who 

presented to the various teaching hospitals in Cape Ta.vn durin:J one 

winter ItDnth with meningitis. They state that this is a camron 

infection in Cape Town, accounting for 8 to 10% of all admissions to 

the Red Cross Hospital emergency ward. Its serious nature is shown 
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in that it accounts for 25% of all deaths in children during winter, 

and its association with conditions of r:ovetty is reflected in the 

ethnic distribution of cases: 94% occurred in the Coloured (69%) and 

Black (25%) populations. These prc:portions, particularly in the 

Black camnunity, could conceivably be greater on account of cases 

remaining untreated, or treated in camnunity clinics rather than in 

the teaching hospitals. Jubbee (1980) in a study of 63 children 

institutionalized at the A J Stals institution, found that 40% of 

these were the result of post-natal causes, of which 29% were caused 

by tubercular meningitis. 

Freeman (personal communication) estimates that between 7/l 000 and 

10/1 000 neonates develop cerebral damage as a result of trauma or 

neonatal illness, and that 2% of children aged 0-12 admitted to 

general wards in Livingstone Hospital are left with residual brain 

damage. Major contributory factors are birth trauf!la, meningitis, 

gastro-enteritis with electrolyte and fluid inbalances, and head 

injuries. These factors are all frequently associated with 

conditions of povery. 

Molteno (personal camnunicatior1) acknowledges that the prevalence 

rate may be affected by p0verty-related conditions, l::ut believes 

that this may be offset by a higher infant-mortality rate. 

However, as shown above, numerous factors suggest that an increased 

mortality rate in rrentally retarded infants is likely to have a 

differential effect according to levels and types of mental 

retardation, with those having profound mental retardation and 

physical abnormalities being most likely to be affected. 

In summary two South African studies of ascertained prevalence, 
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both conducted in Cape Town, reveal a prevalence rate below the 

world mean. This rate, howevet·, is likely to reflect an 

under-enumeration of cases rather· than the true prevalence. The 

influence of poverty-related factors on true prevalence is 

uncertain, owing to the necessity of using surrogate evidence: none-

theless, this evidence is sufficiently strong to suggest that true 
( 

prevalence rray be above the world rrean, and very strongly suggests 

that it is above the ascertained prevalence rates established in the 

two studies discussed. 

2.13 CONCLUSION 

Available evidence from all sources supports the use of a prevalence 

range of 3/1 000 to 5/1 000 in estimating the number of people with 

trainable mental retardation in the Coloured am Black canmunities 

of Cape Town. The lower em of this range, i.e. 3/1 OOO,is 

consistent with the v.orld mean. In addition, its use is supported 

in that this is currently the officially-recognised prevalence rate· 

in motivating for the establishment of new facilities. Evidence in 

support of the 5/1 000 upper lirni t of the prevalence range is less 

conclusive: clearly, the more it deviates from accepted rates the 

more tentatively it must be viewed. However this rate is used as it 

approximates the highest prevalence rates ascertained in enpirical 

research elsewhere (5,8/1 000 for IQs 0-50: ie, 4,8/1 000 for IQ's 

3D-50: see Kushlick and Cox, 1973). It ITE.Y be expected that the 

true prevalence in the study area will fall between these two 

limits of the range, and these rates are accordingly used in Chapter 

Four in estimating the true prevalence of trainable mental retar-

dation. 
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CHAPTER THREE PROVISION OF SERVICES IN THE STUDY AREA. 

3 .1 HIS1DRY OF THE CARE OF THE MENTALLY RETARDED 

Although it TIE.kes interesting reading, the general history of the 

care of the rrentally retarded is not relevant here (see Kanner, 

1964; Rosen, Clark, and Kivitz, 1976; ~Jan and ThowBs, 1980). This 

section, however, briefly examines the historical development of 

organisations involved in the care of the rrentally retarded in South 

Africa, and specifically the ~\estern Cape. It does not claim to be 

canprehensive (see, for example, Gilbert, '1981; Herring & Jaffe, 

1981; Minde, 1975), but rather is addressed chiefly at 

contextualizing the present. 

Differences in provision along racial lines are imrrediately 

apparent. Although speaking of rrental health facilities in general, 

Solarons (1980) notes that "Mental health facilities --.ere always 

unequally distributed between the white and black race groups, 

favouring the whites. Although the differences in some spheres have 

narrowed, the overall picture in 1976 was still one of a grossly 

unequal service" (p. 286) • Solanons notes that the State planned new 

facilities for 1 130 "Whites", 1 000 "Coloureds", and 0 "Blacks" in ---
1976 (1980, p.292). 

Steenkamp and Steenkamp ( 1981) state that since the pranulgation of 

the Mentally Retarded Children's Training Act (No. 53 of 1974), day 

centres controlled by the (White) Department of National Education 

have received alrrost canplete state subsidization, and add that 

"other I;Dpulation groups willl receive state aid within the near 

future" (p. 9). The extent to which this pranise has been rret is 

discussed in the following section. 
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In 1920 the National Council for Mental Hygiene aoo for the Care of 

the Feebleminded was established: this became the South African 

National Council for Mental Health in 1946 (van der Bergh, 1983). 

This txxly ITBde a number of representa,tions to the Government tD 

investigate the provisions of the Mental Disorders Act (no. 38 of 

1916), according to which the rrentally ill (including the rrentally 

retarded) were seen as a homogeneous group needing custody rather 

than a therapeutic environment (Minde, 1975). Finally, the van "Wyk 

Canmission was appointed as a reaction to Ve1:woerd 's assassination 

by Tsafendas: as a result, the Mental Health Act (no.l8 of 1973) was 

pranulgated. This Act placed enphasis on prevention, am on the 

pranotion of rrental health. Thus, fran 1974 there was' a shift in 

emphasis fran ITBinly institutional care to care in the canmunity 

(van der Bergh, 1983) • 

In addition, the S.A. National Council for Mental Health ra;ruested 

the government to investigate the care of mentally retarded 

children. A canmittee (known as the van "Wyk Canmittee) was 

appointed in 1965 to examine conditions for White children (Gilbert, 

1981). In 1974 the Mentally Retarded Children's Training Act (no. 

63 of 1974) was passed: this transferred the responsibility of 

education am training fran the national Department of Health to the 

Department of National Education. In terms of this Act, education 

is provided for children between the aJes of 6 and 18, although 

children ITBY stay at school until the age of 21 if their progress 

should warrant this (Lombaard, 1982) • 

• 
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3.2 PRESENT PROVISION OF SERVICES 

This section will approach its subject matter from two perspectives. 

Firstly, that of the organisation of the provision of services, with 

emphasis on the various bodies concerned arrl their co-ordination; 

arrl secondly, education, training, arrl other facilities presently 

available. Finally, some attention will be focused on likely 

conditions for cases unknown to the responsible authorities. 

Information obtained for this section derives in large treasure from 

personal camnunication with numerous :p=ople presently r,.,vrkin;J in 

this area. These include Cooke, Grover,- Hollingshead·, Molteno, 

Rosenthal, Roux, and Tickton. Other sources of general information 

include Vries, van den W:mn, and Steenkamp ( 1982), and Lifeline 

(1985). 

points. 

More specific references will be identified at relevant 

3.2.1 Present organisation of the provision of services 

As will becane evident, the picture is a canplex one. For this 

reason, the following discussion can only identify the nore 

fundamental components of the present structure. Accordingly, same 

attention will be directed at a number of organisational issues in 

order to highlight consequences for the provision of services. 

The complicating dimensions include different authorities being 

responsible for different levels of mental retardation, races, ages, 

and types of services. In order to communicate some of the flavour 

of this complexity, it is necessary to range beyond the scope of 

this thesis to some extent. 

Cases of rrental retardation below IQ 30 are the responsibility of 
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the various "Own Affairs" State Departments of Health. This group 

includes the profound and part of the severe range (see Chapter 

One), and are collectively known as persons in need of special care.· 

Owing to the severity of their retardation, these people require 

almost constant aid and supervision throughout their lives, and in 

most cases institutionalization is required. The M-lite population 

of Cape Town is well served, facilities including the Alexandra 

Institution and the Glendale Home; for the Coloured population, the 

A.J. Stals Care and Rehabilitation Centre and the Goodwood Oasis 

Special Care Centre exist in Cape Town. -However, no facilities 

exist for the Black community in the western Cape whatsoever. 

Cases of rrental retardation above the upper limit included in this 

study, ie from IQ 50 up to the ceiling of the mild group at IQ 70, 

are the responsibility of the respective "Own Affairs" Departments 

of Education for each race group. This category is known as 

"educable". White dlildren are placed in Special Classes attached 

to ordinary primary schools, following a full psychometric 

assessrrent and the conset of the child's parents. After canpletion 

of their primary school education they are placed in Special 

Secondary Schools, of which there are three in the Cape Town 

metropolitan area. Here, . emphasis is placed on practical training 

in preparation for apprenticeship to a trade (Leary and McKerrow, 

1980). The responsibility of the Provincial Department of 

Education, under whose immediate jurisdiction these schools fall, 

ends when the child leaves school. Thereafter, responsibility is 

transferred to the "Own Affairs" Department of Health Se1.11ices and 

Welfare of the House of Assembly. In general, facilities for the 
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psychological assessments are 

and at a number of school 

clinics, and sane screening is also undertaken .by the school health 

service provided by the Provincial Department of Education. 

For Coloured and Indian Children, the organisational structure is x 

similar, although facilities are very much less adequate than for 

Whites. Because of the small size of the Indian canmunity in the 

Western Cape, no exclusive facilities are provided. Educable 

Coloured children ideally are placed in Adaptation Classes attached 

to oruinary primary schools although there are too few such classes 

to cepe with the need for them. However, no Special Secondary 

Schools exist, and only one school clinic is run by the Department 

of Education of the House of Representatives. A school health 

service is run by the Department of Health Services and Welfare of 

the House of Representatives. On account of the lack of facilities, 

it is likely that a considerable number of children are 

inappropriately placed: children who should be placed in an 

adaptation class remain in oroinary classes ewing to the lack of 

such classes and to inadequate assessment services; of children 

presently in adaptation classes, it is estimated that IQ's are as 

low as 40 (Rosenthal, personal camnunication), thereby keeping 

children for whom adaptation class is better suited fran receiving 

this education; and other children who cculd benefit fran adaptation 

class education· are placed in training centres as such placements 

are not available for them. These, in turn, restrict places 

available for trainable mentally retarded children in these centres. 

This situation has parallel difficulties for those completing 

adaptation class primary school education, since appropriate· 

secondary school education is non-existent. Their primary 
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education is inadequate to permit ordinary secondary schoolirg, am 

is beyond the qualification appropriate for training centre 

placement (even if such places w-ere available). Therefore, many 

perhaps leave school at an early age, and enter the unskilled 

workforce. 

For Black children, the situation is very much worse again: no 

adaptation classes exist, and there is only one psychologist to 

undertake assessments in the western Cape. No developmental 

screening can be undertaken by the school health service, as none 

exists. Such children presumably remain in-ordinaLy classes, where 

repeated failure is to be expected. Up:m leavirg school, rrost 

perhaps undertake unskilled work. 

It is therefore evident that White educable mentally retarded l (--... ctl 

children are reasonably well catered for. However, for other 

population groups the situation is extremely inadequate, and for the 

Black camnuni ty in particular this lack of facilities is critical. 

Although in the context of the inumerable other shortcomings of the 

Black education system the present situation is not in itself anano-

lous, the p3rticular difficulties faced by teachers of ordinary 

classes with rrentally retarded rrembers clearly requires vast re 

resources of dedication. Their need for assistance, at a variety of 

levels, must be considerable. 

The "trainable" group of rrentally retarded children, generally with i 
IQ's rarging fran 30 to 50, is the responsibility of various 

racially-specific state departments. For White children this is the 

Department of Education of the House of Assembly, formerly the 

' \ 

I 
I 
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Department of National Education; for Coloured children, the 

Deparbtent of Education and Culture of the House of Representatives, 

formerly the Department of Internal Affairs, Division of Coloured 

Education; and for Black children the Department of Cocperation, 

Development and Education, a "General Affairs" State department, 

formerly the Depat-tment of Cooperation ard Development. Asian 

children fall under their cwn "Own Affairs" department of the House 

of Delegates, fonnerly part of the Department of Internal Affairs. 

Upon leaving their training centres, all these children cease to be 

the responsibility of these various departments, and becane the 

responsibility of the various departments -concerned with Welfare 

instead. 

And thus is exposed perhaps the greatest single obstacle faced by 

those responsible for providing services: the vast tureaucratic 

duplicating machinery so familiar (or unfamiliar) in South African 

life. In order to obtain funds for service provision, for example, 

it is necessary to approach each State departrrent separately, each 

department having its am reg:uirements for submission of reg:uests 

for funds. Accordingly, it is necessary (and required) to view 

service provision as composed of officially mutually-exclusive 

parts, rather than as a canprehensive whole. Added to this are 

numerous other difficulties, such as differential rates of funding 

that are racially-determined; that funds obtained from one 

department cannot be used to provide facilities for other population 

groups, even if the service required is identical, regardless of 

relative need; and that funds received for a particular purpose (eg, 

a teacher's salary) must be used for that purpose and no other (eg, 

a teaching assistant's salary), regardless of between-budget, 

short-term priori ties. An interesting observation with regard to 
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this funding system is that funds for all departments derive from a 

single State source, the Central Treasury. 

To further complicate the picture, organisations providing services 

may not approach the relevant State department directly. Two 

exceptions to this rule are in the case of fundraising (for which 

legislation exists to permit direct liaison with the Depart_rnent of 

Health Services and Welfare of the House of Assembly) and in the 

establishment (ie, not continued operation) of training centres for 

Coloured children (for which contact may be made directly with the 

Department of Education and Culture of the House of 

Representatives). For all other social w::>rk and related rratters, 

such as staffing needs (creation arrl filling of posts, salaries, 

etc.), transport claims, vehicle needs, and other financial arrl 

administrative matters, the South African National Council for 

Mental Health (SANCMH) rrust be approached in the first instance. 

This body, through its Division for the Mentally Handicapped, 

therefore acts as an intervening authority, arrl exists to provide 

the State with a rreans to co-ordinate the activity of the numerous 

private organisations providing services. The desirability of State 

control will not be considered here. 

For trainable children, the role of the Central Government is 

primarily the subsidization of training centres, which are usually 

sponsored by private organisations such as the various Mental Health 

Societies arrl the Oasis Association. However, this subsidy is not 

given as .a single grant: rather, a 100% subsidy pertains to 

salaries, the purchase of fixed equipment, the transport of children 

to and from the centre arrl on cutings, arrl for the administrative 

costs of running the centre. Costs of ruilding a new centre receive 
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a 95% subsidy: however, this is only obtained after the remaining 5% 

has been raised. Owing to the high costs of building such a centre, 

tO]ether with the fact that funds are seldan available fran an 

already-inadequate rudget, raising this 5% is in itself no easy 

task. Other aspects of training centre funding are subsidized to 

the extent of 75%. The balance of funds required is raised by 

fundraising activities, private donations, and other similar 

sources. As noted above, the uniquely-South African rureaucratic 

system greatly canplicates the position: for example, a vehicle 

booght for the transport of White children cannot. be used to 

transport Coloured children, as trips of this sort are not permitted 

for travel subsidy purposes. 

An additional level of this administrative structure is that of the 

Regional v.Jelfare Board, of which there are one each for Whites aoo 

Blacks, and three for the Coloured population in the w=stern Cape. 

However, these are fortunately only of peripheral importance with 

regard to mental retardation, and need not be further discussed. 

There are at present at least forty-five organisations providing 

various services for the rrentally retarded in the VVestern Cape. In 

order to provide a forum for these organisations, aoo to enable some 

measure of co-ordination and the joint planning of services despite 

State insistence that these be viewed as racially separate, the 

Western. Cape Forum for the Mentally Handicapped (V\CFMH) was formed 

in 1970. This bcx:ly has established a number of sub-canmi ttees to 

examine various problem areas in the provision of services, and a 

number of reports on facilities for Blacks are expected to be 

published shortly •. 
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3.2.2 Services presently provided 

Besides the administrative and financial role played by the Central 

Government, the other tiers of government (ie Provincial Adminis-

trations, and Local Authorities), also play same role in the direct 

provision of services for the rrentally retarded. However, this is 

not done in a co-oL~inated way. 

The Provincial level of government is primarily concerned with ' 

curative services, including assessment. Such facilities are 

provided at the Red Cross Children's Hospital (the Developmental 

Assessment Clinic, DA.C) and at 'I}rgerberg -Hospital. These units 

undertake psychometric and genetic testing of children where 

appropriate, and also of parents where required for purposes of 

genetic ca.msellirg. Referrals to the DAC cane chiefly fran the 

community health clinics run by local authorities (approximately 95% 

of all referrals), while almost no referrals originate fran private 

doctors. Children identified as rrentally retarded by the DAC are 

referred, together with their families, to agencies in a pJSition to 

take further action. However, it is recognised that the prospects 

of training centre placement are remote, at least in the short-term 

or until further centres are tuilt. Accordingly, the Child Care 

Information Centre (CCIC), which is connected to the DAC and is part 

of the Depart.ITEnt of Paediatrics and Child Health of ucr, undertakes 

parental ca.msellirg and also runs a toy lib~a:ry. In addition, the 

cere is concerned with the dissemination of information regarding 

mental retardation to parents, professionals, and others. The cere 

Toy Library travels to various points in the study area, and 

provides parents with toys and guidance appropriate to their child's 

developmental needs. Owing to the great need for this service, the 

toy library attempts to limit itself to the pre-school age group in 

I 
' 
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order to provide the early stimulation essential to foster rraximurn 

development. However, in practice this is not easily accomplished, 

as u!;X)n reaching the upper age limit there are no training centre 

placements available. Consequently, a number of cases rena. in long 

after this age, including one \\Dman who is presently aged 21. 

Although scrne attend toy library clinic sessions regularly {such as 

this woman), in most cases attendance is sporadic. Various reasons 

for this are evident, a rrajor one being the cost of attendance in 

terms of tirre and rroney. I:espi te reduced distances on account of 

the libraty travelling into the canmunity, transport is still a 

problem for rrany. In addition, a severe blow to the enthusiasm of 

concerned parents is the fact that caning to a toy library session 

may require taking an entire day off work, without pay: this loss of 

income rray be prohibitive for families already poverty-stricken. 

However, despite these drawbacks, and the problem that much-needed 

intervention can only be provided once a WBek, it is clear that the 

toy library is providing a very useful service. 

Local Authorities (in the study area, the Cape Town City Council and 

the Cape Divisional Council) are chiefly concerned with preventive 

services. These include "Well Baby" Clinics aoo Nutrition Clinics, 

as ~11 as other canmunity health services. Referrals are made to 

the DAC on the basis of suspected developmental delays, although 

this is not automatic procedure. One doctor working in the CCC 

community health clinic system said that not enough was known about 

who to refer clearly identifiable cases to, such as Down's Syndrome, 

microcephalic, or fetal alcohol syndrome children. 

As was mentioned previously, private organisations generally deal 

directly with identified cases of mental retardation, and undertake 
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the provision and running of training centres. In the Cape Town 

metropolitan area, the three m3.in organisations which provide such 

facilities for the Coloured and Black communities are the Cape 

Mental Health Society (CMHS), the Oasis Association, and the Fish 

Hoek, l'bordhoek, and Kanmetjie Welfare Association. Of these OlliS 

will t::e discussed in some detail, as it provides the m3.jority of 

se1~ices available in the study area. 

CMHS is one of approximately 13 Mental Health Societies which 

operate in South Africa. It was founded in 1913, and is the oldest 

canmunity-based rrental health welfare agency in the country. It is 

concerned both with the rrentally retarded and with people suffering 

from a psychiatric disorder, particularly schizophrenia. For this 

group, it provides a variety of therapeutic activities and social 

skills training, and a residential after-care service. The CMHS 

aims, in general, to enhance the quality of life of its clients, and 

to provide support, counselling, and other advice to them and to 

their families. It hlso has a preventive function, and seeks to 

develop community-based social work services. 

With regard to facilities for the llli:intally retarded, OlliS attempts 

to provide a canprehensive "life-long" service as far as possible: 

this includes residential facilities, training centres, protective 

workshops, occupational groups, and recreational facilities, for all 

ages from preschool through adulthood. 

For children of preschool age, CMHS runs a toy libraty in certain 

areas where fixed facilities are inadequate or non-existent. A 

number of members of staff, including a teacher, a social worker, a 

psychologist, and a physiotherapist meet groups of mothers and their 

children at various canmunity venues, and undertake a team assess-

• 
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ment of the sp2cific needs of each child. In the light of this 

assessrrent, individual pr<XJramrres are devised for each child, and 

appropriate educational toys are provided. In addition, a rome 

pr<XJramme is worked out in conjunction with the child's mother, and 

other practical guidance (with respect to l::ehaviour and discipline 

problems, for example) is offered when necessary. On subsequent 

occasions, development is monitored, and the programme is awBnded as 

required. The function of the toy library is primarily to prepare 

children for placement in a training centre or, where such placement 

is unlikely a.ving to a shortage of facilities (as is generally the 

case}, as an alternative source of pr<XJrammed developmental 

stimulation. 

At present, this service caters for 35 children in Mitchell's Plain 

and 30 in Grassy Park (including Ottery, Retreat, Lotus River, and 

Parkwood Estate). A new service, to serve approximately 30 to 40 

children, is to start in &:>nteheuwel next year. A group for 15 

special care children is run in Mitchell's Plain as well. Problems 

encountered are similar to those experienced by the toy library of 

the CCIC, mentioned previously. However, although attendance 

fluctuates, it is clear that this service is performing an extremely 

useful function under conditions in which permanent facilities v..Duld 

be better suited to the requirements. Of rrajor l::enefit to the 

parents who attend is the r;x:>ssibility of speaking to others who 

experience similar circumstances: fran this contact has arisen a 

number of informal groups, run by the parents themselves. When 

necessary, these groups reg:uest specific assistance fran CMHS. 

Various collective activities are arranged informally,such as child

care groups.These include those children too old for the toy library 

or who cannot attend regularly, and also function on those days when 

t he toy library is b.Isy elsewhere. 
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For rrentall y retarded adults, i.e. those reyond training centre age, 

a number of employment _p::lssibilities exist in principle. A small 

number of people, near the upper limits of the mildly retarded 

range, are capable of WDrking in the c:pen labour It\3rket. Those 

capable of 50% productivity on the cpen labour market (as canpared 

to the hypothetical productivity of a nmmal person) rray re admit ted 

to "sheltered employment". This type of ~vork is only available to 

-
Coloured men: no places are available to Coloured women.Furthennore, 

no facilities whatsoever are available to Blacks. These facilities 

are also intended for the physically disabled. However, in practice 

there are long waiting lists, and few mentally retarded pecple are 

accepted by these facilities. This scheme is administrered by the 

State Department of Manpower. 

For those capable of 30% productivity on the cpen It\3rket the CMHS 

runs a number of "protective workshops". Facilities for the 

Coloured camnunity exist in Retreat and Athlone: a tmite workshop 

is :run in Fish Hoek. Other facilities for the Coloured camnuni ty 

run by organisations other than CMHS, are in Elsies River (Oasis) 

and Ocean View. This type of work is suitable for the najority of 

people who have previously attended a training centre, am the 

specific work done cy each person depends on his/her capabilities. 

This is generally of a straightforward nature, ranging fran the 

weaving of fairly complex designs to removing stamps from envelopes. 

The workshop It\3nagement obtains contracts for this work, the 

contractor supplying the r<M It\3terial and any equipment required, 

and the workshop provides the labour of its rrembers. A per capita 

subsidy is paid cy the State. These workshops provide a rna jor 

service to the adult mentally retarded p::Jpulation, but once again 

the demand for places far exceeds those available: generally, such a 

centre is able to accanodate 45 to 60 people. For those fortunate 
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person is gainfully employed, which immeasurably enhances 

self-esteem, and also gives a sense of reduced dependency on others. 

Concomitantly, for those on whom the mentally retarded person would 

otherwise be heavily dependent, and who accordingly would need to 

make major sacrifices in meeting these needs, this reduced 

dependency is a rna.jor asset in freeing them for other necessary 

activities. 

Finally, for those adults whose level of productivity does not make 

them sui table for protective workshop placement or for whom such 

facilities do not exist, the CMHS runs a number of "occupational 

groups". These are not subsidized by the State. One of these, 

Mcrnpurnelelo Occupational Group is the only facility of any sort 

available to Black adults in the study area and caters for only 

fifteen people. The current register of need for this group is 21, 

and therefore 42% of known cases are presently accommodated. 

However, as will be shown in Chapter Four, only a small fraction of 

the estimated prevalence is known for various reasons ootlined 

above, and this figure is therefore rather misleading. Groups for 

Coloored people are run in Athlone ( 30 members) , Retreat ( 45) , arrl a 

new group of 8 people has recently begun in Bonteheuwel. These 

groups are all run five days a week. A once-weekly group is run in 

Mitchell's Plain for 11 people. The waiting list for placement in 

either a protective workshop or an occupational group in each of 

these areas is 22 in Athlone, 72 in Retreat, 76 in Bonteheuwel, and 

78 in Mitchell's Plain. The extent to which the known need is being 

met in each area is 58%, 38%, 10%, and 12% respectively.Again, these 

figures relate only to known cases awaiting placement. The extent 

of the rntential waiting list will be estimated in Chapter Four. 

Occupational groups are intended to increase the level of 

self-sufficiency of its members,and to provide activities suited to 
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individual capabilities. For children aged between approximately six 

and_ eighteen, ie. of schoolgoing age, 01HS operates two training 

centres. For Coloured children, the Mary Harding Centre in Athlone 

caters for about 137 children, of whom 50 girls may be accamodated 

in the Garden Hane, and 50 boys in the Torrance Hane. Such 

accanodation is offered in cases where mme conditions are unlikely 

to encourage maximal development of the child's potential. The Ma1y 

Harding Centre also operates three satellite centres in Bonteheuwel, 

Mitchell's Plain,and Retreat. These cater for a further 18, 22, and 

22 children respectively, for wham transport to the main centre may 

be unavailable. Waiting lists for these centres are: Athlone 131, 

Bonteheuwel 70, Mitchell's Plain 148, and Retreat 142: therefore, 

they presently serve 51%, 20%, 13%, and 13% of the known needs of 

their respective canmunities. Staff at the Mary Harding Centre 

include teachers, teacher aides, a nurse, a s:r;eech therapist, arrl 

two occupational therapists.. The Mompumelelo Training Centre 

( Manpurnelelo = "Success" ) in Nyanga has been recently expanded, and 

accanodates 50 Black children fran Nyanga, I.anga, Crossroads, and 

Guguletu. The waiting list for this centre is 95 children at 

present: accordingly, only 34% of the known need is met. 

Two other training centres for Coloured children exist in the study 

area, one in Ocean View, and the other in Elsies River (the Goodwood 

Oasis). The Ocean View centre is presently functioning beyond its 

capacity on account of its p:)licy to transport otherwise unserved 

children to the centre from areas a considerable distance away, such 

as Grassy Park. 

In o1~er to qualify for admission to a training centre, a child must 

be assessed by a psychologist as trainable (rather than educable), 
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ard must be certified as exempt fran ordina1-y school. However, 

because of the shortage of facilities, actual admission to a centre 

is unlikely within the following four years. The numerous problems 

associated with this delay include that the child rrdght move in that 

period ard becc:rne impossible to trace, and that the leeway lost by a 

four-year period of intermittent educational contact (at best) makes 

maximal development an unlikely possibility. For those children < • .Jho 

are fortunate enough to obtain a training centre placement, the 

school day consists of various periods in which emphasis is placed 

on developing the child's potential. Academic subjects are avoided 

except insofar as they provide the child with essential skills, such 

as being able to handle n:oney (ie, basic arithrretic) ard reading 

(where r:;ossible). Other practical training is provided with regard 

to self-care and hygiene; social behaviour; danestic tasks such as 

making beds, tea, and going shopping; ard road safety. With 

increasing age and attainment . of higher levels of develcpment, the 

pr<:XJramrre is adapted accordingly. Some basic sex education is 

undertaken, and children gradually learn new skills to be used when 

(and if) they enter a protective workshop. 

In addition to the above facilities, which are specifically for the 

mentally retarded, a considerable number of mentally retarded 

children are provided for in other types of facility, particularly 

where there is an associated problem. Of particular importance here 

are special schools for cerebral palsied and autistic children, and 

also special schools for the deaf. 

With respect to recreational needs, which are as important in the 

lives of rrentally retarded pecple as for anyone else, a number of 

Gateway Clubs exist. These cater primarily (though not exclusively) 
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for young adults, and provide recreational and social activities in 

an informal setting. Recreational activities for children are 

provided in the training centres. 

The above discussion does not rrention facilities available to the 

White r::opulation, as these fall beyong the scope of the present 

study. However, indications are that these are <;enerally adequate 

for the needs of the r:opulation. It is also evident that a fairly 

well-developed support system exists, with a specialized association 

for Down's Syndrome children. Although in principle this 

organisation is non-racial, in practice all l:ut a small fraction of 

its t.<.Drk is with the White r:opulation. 

Thus, in general it can be said that the availability of services is 

strongly determined by race. Whereas for W"li tes the r:os i tion is 
( 

reasonably r:ositive, for the Coloured r:opulation facilities are far 

from adequate, and for the Black community the position is critical. 

It must be noted that no rrention has been ID3.de in the above 

discussion of Khayelitsha: although its r:opulation is presently 

estimated at over 90 000, no services for the rrentally retarded 

exist whatsoever, although discussions are underway in this regard. 

Numerous factors underlie the present availability of facilities. 

The rrost important constellation of these, the socio-economic 

policies of South African society, have already been discussed: it 

is clear that discrepancies cannot be overcome if these r:olicies are 

not removed. In addition, it is evident that the Black community is 

suffering a lack of facilities so severe that attention needs to be 

directeq at understanding this dimension of the overall soortage of 

facilities in p:trticular. Firstly, it is to be expected that rome 
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relative improvement of facilities for Coloured reople has followed 

(and is following) the reformist r:::olicies of the Vffiite government, 

particularly on account of some Coloured participation in the new 

parliarrentary system. No similar avenue for improvement of 

facilities exists for the Black community. 

Secondly, the State has sought to abrogate its responsibility to the 

Black cammunity to a considerable extent by its "haneland" r:::olicy, 

thereby requiring the h::Jmeland goverrnnents to provide for the b.llk 

of the needs of the Black population. As an adjunct to this policy, 

the Western Cape was declared a "Coloured Preference Area" in 1962, 

according to which only a highly restricted sector of the Black 

population - that group whose labour was required by the economy of 

the Western Cape - was rennitted to reside in the region. In all 

cases, preference had to be given to Coloured people, and only where 

such labour was unavailable could Black labour be employed.Although 

it was announced in 1984 that this r:::olicy was to be scrapped, the 

institutional structures that enforce and administer influx control 

continue to operate as before (Johnson, 1985). This r:::olicy, toge

ther with its numerous legal supports (such as the Black {Urban 

Areas) Consolidation Act, no. 25 of 1945, and the Act governing the 

"Orderly Urbanization of Blacks") have had far-reaching effects on 

the Black population. These are generally well-known, and need not 

be discussed here: however, with respect to the Black rrentally 

retarded r:::opulation, two J;Oints are significant. 

their low productive capacity and resultant 

Firstly, due to 

low value to the 

econany, most are illegal residents in the region. To prevent their 

removal to homelands, they need to remain undeclared to the authori-

\ 
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ties this results in a dual problem in that l:xxHes providin'g 

services are unable to even identify the extent of need, while they 

cause additional financial dirficulties for their already 

povetty-stricken families. Secondly is the dilemma of how to 

provide services fm- the known "illegal" :rrentally retarded. The 

consequences of the administrative gyrru1astics required are ooth 

tragic and ludicrous: how does one obtain a school-exemption 

certificate for a child who is not legally entitled to be e:lucated 

in the Western Cape in the fit·st place? 

3.2.3 Conditions for unserved cases of mental retardation 

As is evident from the above, facilities are inadequate. ·vmat are 

conditions for those presently uncatered for? Two groups rray be 

reccgnised here: those identified, rut for whom placements are 

presently unavailable, and those who remain unidentified. 

Of the former group, a proportion 'M'Juld be p3rtially catered for 

through toy libraries and the associated services offered at these 

sessions. However, this attention is available for only a fraction 

of the child's week: for the rest of the time the p3rents need to 

utilize their own resources. For those who can attend toy library 

sessions, these are of enorrrous benefit, as discussed previously. 

For other p3rents, the only services available rray be infrequent 

contact with a social worker or s6me other professional, from whom 

some support and intervention at times of crisis rray be available. 

For other parents, for whom contact of even this limited form may be 
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impossible, it is possible that alternative caregivers would include 

relatives and friends. Of p:1rticular importance in this group are 

those known cases with whom contact has been lost, a considerable 

problem in the Black community. 

For unidentified cases, conditions can of course only be guessed at. 

A principal issue here is why these have remained unidentified. In 

the Black population, it is likely that a n:ajor proportion of such 

cases remain unknown on account of the threat of removal to a 

haneland for "illegal" residence in the V\estern Cape. Other reasons 

for remaining unidentified are more generally applicable. 

At preschool age, cases in which rrental retardation is fra:±uently 

expected through association with another condition are likely to be 

identified following identification of such a concli tion. The 

majority of these, it may be asst.nned, would be referred to 

appropriate agencies, although it is clear that these avenues of 

referral may not be known. The rest probably become absorbed into 

the community, as developmental delays are frequently not noticeable 

at preschool age, and their rrental retardation may only become 

apparent upon entering school. For cases of rrental retardation 

taking a more subtle form, such as following meningitis, 

identification is more difficult: these children are even more 

likely to remain undetected until same schooling has been undergone. 

An additional factor is that of parents unable (or unwilling) to 

rec<:XJnise their child's developmental delay who \o.Ould not bring 

these to the attention of health o;..orkers. Clearly, rrore severe 

) 
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degrees of mental retardation are more likely to be recognised at an 

early age than milder degrees because of the greater relative 

discrepancies from normal development. 

Consequences of remaining unidentified are neglible on the family at 

preschool age, as these children do not impose burdens on the family 

markedly greater than ~uld a normal child. However, as is the case 

with normal children, early stimulation is of great benefit in 

maximizing the child's developmental potential, and it is here that 

the greatest benefits of early intervention would accrue. 

At school age, the chances of non-identification are reduced: 

however, children without overt signs and with some language ma.y 

simply be viewed as "slow", particularly by teachers unskilled in 

recognizing a significant developmental delay. The.se children rray 

be exposed to highly inappropriate normal education and be 

transferred to an adaptation class (if available), where they would 

continue to meke rrdnimal or slow progress. By the tLme such children 

are recognised as rrentally retarded, they are _[X)Ssibly too old to 

benefit maximally fran apprcpriate placement (again, if such 

placement is available). In other cases, mentally retarded children 

may be kept out of school altogether, and thus receive no attention 

whatsoever. In either situation, the parents need to fall back on 

their a.vn resources in looking after their c:hild at rome, without 

assistance in dealing with their feelings about their child, 

behaviour and discipline problems, bnpact on family life, and 

financial ~lications. 

It is likely that the school-age years are the nost difficult for 

the parents of a mentally retarded child to handle without 

assistance, and it is during this .r;eriod that the _pJtential for 
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cat1plications in care-giving are greatest. Behaviour difficulties 

constitute a rJB.jor problem area, and it is here that advice is 

sorely needed by parents. An additional problem area is that of 

their child's growing sexual awareness, coupled with the dangers of 

sexual abuse, which are considerable for children living in the 

canmunity. A further area of difficulty is that of teaching their 

child basic social skills, wi tl"1out which both child and parents are 

at a distinct disadvantage with regard to their ability to partici

pate in social activities. 

3.3 SUMMARY AND CONCLUSION 

The above discussion has documented the provision of facilities for 

the rrentally retarded in the study area, and has indicated that 

these are severely inadequate for the Coloured population, and are 

critically lacking for the Black population. In addition, it has 

outlined a range of consequences of this shortage for the 

carnnunities involved. 

Despite the seemingly hopeless position, two important points need 

to be rrade. Firstly, conditions of today are vastly better than 

they were ten years ago; and twenty-five years ago the only 

facilities in existence were large residential institutions (such as 

Alexandra), with little else being provided. It is evident that the 

situation has improved immeasurably: by placing the present in its 

historical context, past achievements take on a new significance 

(Grover, personal communication). In this light, present 

difficulties may be seen to have their parallels in history, and as 

a set of challenges to be overcome through gradual attrition, rather 

than as a set of impenetrable barriers which must inevitably lead to 

defeat. Secondly, it is with this frame of reference that workers 
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in the field are approaching the problem of fulfilling set-vice 

needs. The difficulties are recClg'nised, and ongoing efforts are 

being made to rectify current deficiencies. Plans are .being 

formulated to introduce services to Khayelitsha; large extensions to 

the MarY Hatuing Centre are to be undertaken in the near future; the 

Nompumolelo Centre was recently extended; the Bonteheuwel 

occupational group has just started, and the toy libraDJ is to begin 

operating there next year. Planning has been facilitated by the 

co-ordination of activity by the V\estern Cape Foeum, and ongoing 

research into service needs is undertaken constantly by 01HS. The 

Oasis Association, also, is seeking various ways of improving its 

set-vice: for example, it is presently investigating the setting up 

of a new special care facility in Goodwood. Therefore, to conclude 

that the present shortage of facilities must inevitably reflect 

future conditions does not acknowledge the improvements that have 

already taken place, and does not acknowledge the energy with which 

current service difficulties are being addressed and overcane. 
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CHAPTER FOUR RESULTS 

As noted in Chapter One, the calculation of the prevalence of trainable 

mental retardation in the study area has a number of components: 

1. Present (1985) prevalence; 

2. Present shortage of facilities; and 

3. Expected prevalence in the year 2000. 

Each of these will be examined in turn below. Owing to methodological and 

statistical variations, each section will contain a discussion of t..lfe 

sr_::ecific methodology used. It will be noted that ·figures at times do not 

add up to the total indicated: this is because of inaccuracies in the base 

data and the calculation methods used. 

4.1 PRESENT PREVALENCE 

This calculation involves· two steps: firstly, estimation of the 

present I;X)pulation of the study area; and secondly, applying the 

prevalence range determined in Chapter Two to this population. 

In estLmating the present population, the data contained in the 1980 

population census was used as a base where possible. To this was 

added annual natural increase, or excess of births. 011er deaths, a 

rate of 2,5% per annum (MOH,l985). This rrethod was considered 

suitable for all areas in the study area except for Mitchell's 

Plain, Crossroads, and Khayelitsha. With resr_::ect to roth Mitchell's 

Plain and Khayelitsha, intensive development took place subsequent 

to the 1980 census. The population of Mitchell's Plain was 

estimated in rnid-1984 by multiplying the number of dwellings 

constructed by a factor of 5, this being the mean dwelling occupancy 

of the Coloured community in Cape Town (Rcrnanofski, personal 
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canmunication). To this was added the natural increase of 2 ,5% in 

order to estimate the pJpulation in mid-1985. The pJpulation of 

Khayelitsha was estimated in 1985 by multiplying the number of sites 

occupied by the occupancy rate of thirteen people per site: this is 

the rrean number of people per dwelling in the Black ccmmununity as 

calculated by the Technical Management Services Branch of the Cape 

Town City Council (Roux, personal ccmnunication). With regard to 

Crossroads, it is generally accepted that the pJpulation was greatly 

underenumerated in the 1980 census, owing to" the high proportion of 

"illegal" Blacks who refused to be included for fear of being 

rerroved to a "homeland". The official 1980 population of Crossroads 

totalled less than 32 000 (TMS, 1984) • To rectify this inaccuracy, 

the number of dwellings was calculated from aerial photography, and 

this figure was multiplied by the rrean dwelling occupancy. The 

population size used in this study ( 150 000) was estimated in 1984 

(Gentle, personal canmunication) although it is reported that aerial 

photography in June 1985 revealed 14 000 dwellings, giving a 

population of 182 000 at 13 residents per dwelling (Roux, personal 

communication). However, this could not be confirmed. 

The information contained in the 1980 census is provided by "local 

area", of which there are 325 in Greater cape Town (TMS, 1984) • 

Because of the large number in the study area, they have been 

condensed into eight "feeder areas" in order to facilitate 

discussion: see Figure 5. These feeder areas are pJpulation and 

spatial units accepted by agencies providing services in the study 

area, and represent the areas which "feed" the centralised facili

ties (whether existing or proposed) in each. 
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FIGURE 5 : FEEDER AREAS OF FACILITIES FOR THE TRAINABLE 

MENTALLY RETARDED 

1 Bonteheuwel 

2 Retreat 

3 Athlone 

-4 Mitchell's Plain 

5 
Nyanga, Guguletu1 

Langa, Crossroads 

G Elsies River: 

7 Ocean View 
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Their usefulness ·in the present study is enhanced in that waiting 

lists for training centres and occupational groups are divided 

according to feeder area: therefore, use of corresponding 

gecgraphical units permits the calculation of need, undertaken in 

4.2 below. Population estimates for 1980 and 1985 are shown in 

Tables 2 and 3. 

TABLE 2 POPULATION OF THE STUDY AREA 1980 CENSUS 

-

FEEDER AREA POPULATION:l980 CENSUS, BY AGE GROUP 
I I I 

0 - 4 5 - 19 20+ TOTAL 

Bonteheuwel 7 460 25 620 29 220 61 700 

Retreat 16 760 57 500 67 770 152 030 

Athlone 28 700 96 420 146 780 271 840 

Mitchell's Plain ( 1) - - - -
Nyanga, Guguletu, Langa, 

eros sroads ( 2) 11 440 34 440 86 420 262 300 

Khayelitsha ( 3) - - - -
Ocean View 2 380 5 440 7. 700 15 460 

Elsies River 27 920 84 330 97 300 222 880 

NOTES: 

(1) See Table 3. 

(2) Crossroads: official figures excluded from 1980 census data above. 

1984 estimate included in 1985 feeder area estilnate. 

(3) See Table 3. 
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TABLE 3 :POPUlATION OF THE STUDY AREA 1985 ESTIMATE 

FEEDER AREA POPUIATION:l985 ESTIMATE, BY AGE GROUP 
I I r 

0 - 4 5 - 19 20+ TOTAL 

Bonteheuwel 8 028 27 570 31 444 66 396 

Retreat 18 035 61 876 72 928 163 600 

Athlone 30 884 103 758 157 950 292 528 

Mitchell's Plain (1) 18 453 61 842 86 784 167 079 

Nyanga, Guguletu, I.anga, 

Crossroads (2) 42 211 61 021 - 151 097 412 262 

Khayelitsha ( 3) 26 686 34 834 59 874 121 394 

Ocean View 2 561 5 854 8 286 16 637 

.Elsies River 30 045 90 748 104 705 239 842. 

NOTES: 

(1} June 1984 estimate plus annual natural increase. 

(2) Crossroads : official figures excluded from 1980 census data. 

1984 estimate included in 1985 feeder area estimate. 

(3) 1985 estimate. 

The prevalence range determined in Chapter Two was then applied to 

the 1985 population estimates. Rates of 3/1 000 and 5/1 000 were 

used, in order to give the lower and upper limits of this range. 

Prevalence figures thus obtained are shown in Table 4. 



82 

TABLE 4 ESTIMATED 1985 MENTALLY RETARDED POPUlATION 

Prevalence Rate: 3/1 000 Prevalence Rate: 5/1 000 

FEEDER AREA Number of Cases,By Age Group Number of Cases,By Age Group 

0 - 4 5 - 19 20+ 0 - 4 5 - 19 20+ 

Bonteheuwel 24 83 94 40 138 157 

Retreat 54 186 219 90 309 365 

Athlone 93 311 474 154 519 790 

Mitchell's Plain 55 186 260 92 310 434 

Nyanga, Gugu-

letu, Langa, 

Crossroads 127 183 453 211 305 755 

Khayelitsha 80 105 180 133 174 299 

Ocean View 8 18 16 13 29 26 

Elsies River 90 272 314 !50 454 524 

TOTAL: 

Coloured 324 1056 1377 518 1690 2203 

Black 207 288 633 331 461 .1013 

4.2 PRESENT SHORTAGE OF FACILITIES 

This is obtained by relating the present number of places available 

in each facility to the prevalence in its feeder area, as determined 

above. This nay be done in •terms .of training centres and protective 

workshops/occupational groups, fm.- which figures are rrost readily 
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available. Tables 5 to 8 indicate the r_::osition with regard to these 

facilities, at the prevalence rates of 3/l 000 and 5/l 000. In 

Tables 5 and 6 1 data relating to the Retreat and Ocean View areas 

have .been ccmbined 1 since a large proportion of children attending 

the Ocean View training centre live in the Retreat area. OWing to 

the great shortage of facilities in Retreat, these children are 

transported to Ocean View. Separately 1 the Retreat centre cater.s 

for 22 children, and Ocean View for 70 children. In Tables 7 and 8, 

Ocean View is excluded because t.~e protective workshop presently 

operating caters for all types of handicap, including cerebral palsy 

and physical handicap, and is therefore- not specifically for 

mentally retarded adults. It caters for a total of 35 people, of 

whom a minority are mentally retarded (Davis, personal 

camnunication). The "places required" apply to both protective 

workshops and occupational groups, and could conceivably be 

accommodated in either type of.facility. 
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TABLE 5 SHORTAGE OF FACILITIES TRAINING CENTRE PLACES AT 3/1000 

PREVALENCE RATE 

FEEDER AREA Places Places Extent of 

Available Prevalence ReqUired Need served ( %) 

Bonteheuwel 18 83 65 22 

Retreat/Ocean View 92 204 112 45 

Athlone 137 311 174 44 

Mitchell's Plain 22 186 164 12 

Nyanga, \:>Uguletu, 50 183 133 27 

Langa, Crossroads 

Khayelitsha 0 105 105 0 

Elsies River 118 272 154 43 

TABLE 6 SHORTAGE OF FACILITIES TRAINING CENTRE PLACES AT 5/1000 

PREVALENCE RATE 

FEEDER AREA Places Places Extent of 

Available Prevalence Required Need served(%) 

Bonteheuwel 18 138 120 13 

Retreat/Ocean View 92 338 246 27 

Athlone 137 519 382 26 

Mitchell's Plain 22 310 288 7 

Nyanga, Guguletu, 50 305 255 16 

Langa, Crossroads 

Khayelitsha 0 174 174 0 

Elsies River 118 454 336 26 
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TABLE 7 SHORTAGE OF FACILITIES : OCCUPATIONAL GROUP PLACES AT 

3/1 000 PREVALENCE RATE 

FEEDER AREA Places Places Extent of 

Avai"lable 'Iirevalerice Required Need served(%) 

Bonteheuwel 8 94 86 8 

Retreat 45 219 174 20 

Athlone 30 474 444 6 

Mitchell's Plain 11 260 249 4 

Nyanga 1 Guguletu 1 15 453 438 3 

Langa1 Crossroads ' 

Khayelitsha 0 180 180 0 

Elsies River(l) 58 314 256 18 

(1) Once-weekly group. 

TABLE 8 : SHORTAGE OF FACILITIES OCCUPATIONAL GROUP PLACES AT 

S/1 000 PREvALENCE RATE 

FEEDER AREA Places Places Extent of 

Available Prevalence Required Need served{%) 

Bonteheuwel 8 157 149 5 

Retreat 45 365 320 12 

Athlone 30 790 760 4 

Mitchell's Plain 11 434 423 3 

Nyanga1 Guguletu1 15 755 740 2 

Langa 1 Crossroads 

Khayelitsha 0 299 299 0 

Elsies River {1) 58 524 466 11 

(1) Once-weekly group. 
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4.3 EXPECTED PREVALENCE : 2000 

This calculation requires, firstly, projection of the present 

population to the year 2000, and secondly, application of the 

prevalence range to this figure to indicate the size of the rreritally 

retarded population. 

A J;XJpulation projection over a period of five years, as undertaken 

in sect ion 4 .1 above, poses relative 1 y few problems. This is 

particularly so in this case since the projection is retrospective, 

and anomalies in the base data can be rrodified according to later 

refinements. However, projections using -this data over longer 

periods into the future are more complex. 

Two rrajor points rray be rrade in this regard. Firstly, owing to 

factors such as the maximum population which can be accommodated on 

a given area of land, the resultant natural migration of "overflow" 

population to new areas, and ideologically-based population 

movements, it is not meaningful to undertake a projection of 

relatively S!IIClll areas such as the feeder areas used above. The 

dramatic effect of such population rrovement is illustrated by the 

growth of Khayetisha in the past few years: this State-induced 

-movement is intended to absorb rrost of the Black population increase 

in the region in the future. An additional source of uncertainty is 

that of the rate of in-migration to the ~stem cape fr6m other 

areas. As a result of these factors, population projections to the 

year 2000 are undertaken for metropolitan Cape Town as a whole (TMS, 

1983). IDeal authorities contained in this area are listed in 

Appendix 1, and are shown in Figure 6. 
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FIGURE 6 LCCAL AUTHORITIES IN THE METROPOLITAN CAPE TCW\1 

AREA 

' 



Secondly, the accuracy and sophistication of the projection is 

fundamentally affected by the quality of the base data. In the case 

of the White and Coloured populations this is sufficiently reliable 

to enable use of the Cohort-Survival method: this method is able to 

take account of birth, deas~, and ndgration rates. As each 

five-year age-group (or "cohort") is processed separately, it is 

possible to estimate the size of each cohort in the year 2000: this 

is shown in Appendix C. 

As regards the Black camnunity, sufficiently accurate data on 

births, deaths, and migration are not available. Projection to the 

year 2000 is necessarily limited to rrathematical extrapolation of 

past trends (TMS, 1983). As this method is a relatively crude one, 

no estimate of the size of individual cohorts is possible. In 

addition, since it is entirely reliant on offical census figures, 

which are acknowledged to be highly inaccurate; and since the 

planned relaxation of the Coloured preference policy for the western 

Cape in likely to encourage urbanization at a rate well beyond that 

found in the past, any estimate for the year 2000 must be considered 

highly problematic from the cutset. This is rome cut by the· fact 

that the highest of three estimates of the Black population 

undertaken by the Cape Town City Council ~TMS, 1983), u·sing the 

exponential projection method, gives a total population smaller than 

that estimated for 1985, viz. 497 000 in 2000 as opposed to 533 656 

in 1985. For these reasons, it was considered meaningless to 

calculate estimates of the size of the Black trainable rrentally 

retarded population in 2000. 
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The results of the projection for the Coloured community is shown in 

Table 9, together with estimates of the size of the trainable 

mentally retarded population by applying the 3/1 000 and 5/1 000 

prevalence rates used in section 4.1. Relevant cohorts are combined 

in order to estimate the size of the mentally retarded population in 

the Coloured community of preschool, training centre, protective 

workshop/occupational group, and geriatric age. Inherent in this 

projection is the assumption that the fertility rate of the Coloured 

ccmmunity will not decline by the end of the century. If it is 

assumed that this rate will gradually decrease to that of the White 

population, the Coloured population will total approximately 50 000 

people fewer (TMS, 1983). 

TABLE 9 POPUIATION PROJECTION AND PREVALENCE OF TRAINABLE MENTAL 

RETARDATION IN THE COIDURED CCMMUNITED : 2000 

Population Projection Prevalence of Mental Relevant Faci-

Retardation lity Type' 

' ' Cohort cohort Size Rate:3/1000 Rate:5/l000 

0 - 4 124 000 372 672 Preschool 

5 - 19 348 000 1 044 1 740 Training Centre 

2Q- 54 605 000 1 815 3 025 Protective 
I 

W::>rkshop 

54+ 116 000 348 580 Geriatric 
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CHAPTER FIVE DISCUSSICl\1 

There can be little doubt that the present provision of services for 

the mentally retarded population of the study area is grossly 

inadequate. However, a number of sources of error exist in the 

calculation of the extent of need, undertaken in Chapter Frur. 

Firstly, the prevalence range enployed is an estimate, aoo it is 

possible - though improbable - that the actual prevalence rate rrdght 

fall teyond this range. Secondly, pJpulation data for the study 

area derives mainly from the 1980 population census, which is widely 

held to have under-enumerated the Black population, in r:articular. 

The method used in attempting to correct for this, ie by multiplying 

dwellings (identified by aerial photography) by known rrean dwelling 

occupancy, is itself open to question. Even so, it is likely that 

this estimate will be nore accurate than the official census data. 

Nonetheless, even given these shortcc:mings, in the absence of 

accurate statistics estimates are essential in order to undertake 

planning. 

The central concern of this chapter is with the improvement of 

present service provision. This needs to be informed by considering 
. 

a number of factors, including the expressed requirements of the 

people being servedi overseas experiencei local conditions, bearing 

in rrdnd that these are considerably different 
'. 

to those found 

elsewherei and the availability of funds. These will be implicitly 

drawn into the following discussion: however, the need to respond to 

expressed requirements of the people concerned is arguably of 

particular importance, and will therefore be addressed as a separate 

issue on its own (Bailey, 1984). 
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A number of factors make the idea of responding to locally

identified needs rather rrore difficult than may at first appear. 

These include the problem that although one may readily be able to 

identify one's o.vn current needs, it is considerably rrore difficult 

to anticpate one's future needs (Mazziotti, 1974). Nonetheless, 

there can be little doubt that those who receive a specific service 

are eminently qualified to evaluate its applicability. 

Ayer (1984) undertook a 3-year study of 132 mothers caring for their 

severely mentally retarded children of school-going age at mme in 

England. It was found that m:my rrothers -lacked an awareness of 

available services; that services were determined by professional 

perspectives rather than by the ccmmunity; that available services 

tended to substitute, rather than reinforce, the parents' caring 

capacity; and that services were ad hoc rather than co-ordinated. 

As a result of these (and otner) problems "increasing nwnbers of 

parents are seeking support through mutual aid and self-help 

groups" (Ayer, 1984, p.l27). 

Four studies conducted in Cape Town have some relevance here. 

Friedlander and Power ( 1982) , in a study of 50 children with IQ' s of 

50 and below living in Heideveld; Power (1977), in a study of 74 

such children living in Athlone; and Siwundla and Power (1981), in a 

study of 47 such children living in the Black areas of L:mga, 

Nyanga, Guguletu, and Crossroads, all found a serious lack of 

day-care facilities. Friedlander and Power (1982) report that 50% 

of cases received no day-care at all, arrl of those who did, 75% 

received this at normal schools. Power (1977) found that 73% of 

cases received no day-care at all, and half of the rest were 
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accom:rodated in normal schools. Siwundla and Power ( 1981) found 

that 33 children (or 70% of cases) received no day-care at all. 

Parents identified education for their children as their greatest 

need. All three studies found that additional handicaps received 

inadequate treatment. Of particular importance are behavioural 

difficulties: very few (if any) cases were receiving assistance in 

this area, despite being a major problem. Siwundla and Power (1981) 

report that 44 (or 94% of cases) exhibited troublescme behaviour, 

including aggressiveness, restlessness, and destructiveness. Fried

lander and Power (1982) also note adolescent sexuality as a problem 

area. 

With regard to welfare services, Friedland and Power ( 1982) and 

Siwundla and Power (1981) found these to be adequate in the 

canmunities studied. In general, those eligible for State grants 

were receiving these: however, Power (1977) found that this was not 

the case in Athlone, and recommended that this be investigated. All 

three studies, on the other hand, found a great need for parents 

groups: after educational placement for their children, this was 

the greatest need identified by the parents. These groups could 

offer support and encouragement (Siwundla and Power, 1981) and 

provide insight and education concerning their children's handicaps 

(Friedlander and Power, 1982). Power (1977) identified a need for 

supportive visiting of the parents. By implication, the need for 

parent groups suggests that parents feel inadequate, confused, and 

isolated. This is hardly surprising, given their de facto isolation 

in nany cases, coupled with the considerable behavioural problems 

posed by their children with whom usual parenting skills are 

inappropriate. Support for this iroplication is that very few parents 

in the surveys could identify concrete plans for the future care of 

their children. 



94 

These studies indicate two distinct areas where action in improving 

sel\Tices is needed: firstly, training and ongoing care of the 

children, including the treatment of additional handicaps; and 

secondly, work with the parents, including the organisation of 

parent groups and parental counselling. 

All three studies refer to the need for day-care rather than 

institutional care for their children. However, a study by Jubber 

(1980) of 63 parents of mentally retarded children institutionalized 

in the A J Stals Care and Rehabilitation Centre indicated that 37% 

of· these would not have been able to manage the child themselves 

with day-care only, and argues that a strong need for institutional 

care still exists in Cape Town. He reasons that community-based 

prcgrammes are rrore sui ted to the middle class: families are 

generally small, with large amounts of leisure time, are affluent, 

social tolerance is high, community infrastructures are 

well-developed. This contrasts strongly with the rnor quality of 

life of the working class. If conditions for the mentally retarded 

numbers of these communities are to be improved, broad social change 

is a precondition.Persuasive and justfied though this argument may 

be, a number of counter-arguments may be advanced. Firstly, his 

study is of a highly specific population: in their cases, 

institutionalization may have been unavoidable because of 

intolerable home conditions or same other factor strongly favouring 

institutionalization; and parents may have been strongly rrotivated 

to justify what was probably an extremely emotionally-laden issue, 

either to the researcher or to themselves. Secondly, Jubber himself 

acknooledges that the costs of running "total institutions" are 

approximately four times that of running canmunity-based, 00111e-

centre care prcgrammes. In the light of financial -limitations, 
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motivation for Jubber's q)tion rrust be seen as tenuous. Thirdly, 

moral issues arise: the v.Drld-wide trend is towards rrore humane 

methods of service delivery, while Jubber's proposal runs counter to 

this trend; the other three studies quoted previously do not 

indicate a preference for institutionalization, thereby suggesting 

considerable ccrnmunity opposition to it; and institutionalization 

reduces cc:mmuni ty involvement in service deli very progranmes rather 

than increases it, a fundamental criticism underlying a number of 

findings in Ayer's (1984) study. 

Despite these criticisms, Jubber's findings· clearly indicate that 

the debate surrounding the question of institutionalized versus de

institutionalized care is not of the all -or-none variety, arxl that 

for a considerably m..imber of pqrents institutionalization provides 

the best, perhaps only, option. This important point will be 

returned to in section 5.2.3 •. below. 

The following discussion focuses on avenues of ~roving the present 

system of service provision. In doing so, attention will initially 

be directed at organisational issues, and subsequently on specific 

services required. 

5.1 ORGANISATIONAL ISSUES 

It is clear that the primary difficulty is that of State qpartheid 

policy. ~vithout doubt, comprehensive changes in service provision 

must be predicated upon a najor refashioning of these policies, 

including the scrapping of the Coloured Preference Area status of 

the western Cape. Whether such a refashioning can occur in the 

absence of fundamental changes to the social superstructure is a 
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question beyond the scope of this thesis. Attempts to improve 

conditions while operating within present constraints must be viewed 

as palliative, at best. 

Within these present constraints, a number of TTBjor issues can be 

identified. One of these is t..'ie requirement that planning be 

undertaken for each race group separately. In order to prarote the 

rationalization of planning, it is proposed that the State consider 

placing these setvices under the control of a single "General 

Affairs" department, instead of maintaining their present 

fragmentary nature, in which they are split between various "Own 

Affairs" and "General Affairs" departments. In the light of calls 

for all racially-separate education departments to be amalgamated 

into a single "General Affairs" departrrent, the creation of a 

division for the rrentally retarded would appear a natural extension 

of the scope of this department. 

A further issue in the co-o1~ination of service provision (see Aiken 

et al, 1975) is that of liaison between lxrlies providing different 

types of service, including genetic counselling, parent counselling, 

assessrrent, education, and prevention. This is one of the central 

reasons for the existence of the ~~stern Cape Forum for the Mentally 

Handicapped. Fruitful discussion could take place between rrember 

organisations on rrutually problematic aspects of service provision, 

such as that of areas presently excluded from feeder areas (for 

example, W:xx:1stock, Salt River, and Observatory) , and transport 

difficulties. Subsequently, it may be necessary to lobby the State, 

approach other organisations, or inform the rredia in attempting to 

publicise and bnprove conditions. In addition, inclusion of 

.. :·. 
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organisations providing different types of service cculd facilitate 

research on the interface between these services: for example, 

investigating the effect of preventive services on the need for 

facilities at a later date, including areas of concern such as 

identifying target groups, publicity, ard sensivity to rultural 

differences. A further example might be collahoration on staff 

training, such as increasing the skills of teachers and teacher 

aides, ard devising training programmes for _p=ople running informal 

neighbourhood groups in the <::anmuni ty {Bailey, 1984) • Programmes 

such as these could be informed through contact with other tx:xlies 

not specifically concerned with mental retardation, but rather with 

areas such as pre-school education {eg, the Grassroots Trust, 

Aspect, and the Ear 1 y Learning Resource Centre) • A general problem 

which arises here, mwever, is that rrany organisations who could 

contribute to an increased level of co-ordination are hamstrung by 

their governmental links, and the plethora of regulations vmich 

inhibit their activities. 

A number of issues rray be raised with respect to planning of 

physical services. Firstly, that of the reservation of land for 

provision of facilities for the mentally retarded in the planning of 

new urban development. At present, town planning authorities are 

obliged to consult with various bodies for the setting aside of 

suitable land for schools, churches, etc, and it should be requested 

of local authorities {such as the Cape Town City Council ard Cape 

Divisional Council) to consult with organisations concerned with 

provision of services for the mentally retarded to encourage 

participatory, pre-emptive planning. This Y.DUld facilitate the 

setting aside of land of the required size ard appropriate zoning 
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(together with a specific use reservation), in a suitable position. 

This WDUld prevent the post-hoc acquisition and rezoning of land, 

perhaps at high prices dictated by the land rrarket, of inadequate 

size and poorly located, subsequent to development of the planned 

project. A second issue is the present high cost of training centre 

construction: under present economic conditions and in the light of 

the extent of need for many additional facilities, less costly 

alternatives would permit available funds to be used for rrore 

projects. Such a policy would have implications such as use of 

cheaper tuilding materials, and tuilding standards attuned to local 

needs rather than imported from overseas contexts. Bradley ( 1978) 

emphasises that response should be dictated by context. 

This need to acknowledge that local conditions require local 

responses in addition to imported, "First WJrld" ones applies to 

other areas as well. An example here is that of the training of 

teachers employed in training centres. Tizard (1964), in England, 

deplored the lack 0f properly qualified teachers in England and 

Wales in 1959, and supported the idea that, despite staff shortages, 

the relevant training course be doubled in length. This proposal 

was rejected by the Central Health Services Council as unrealistic. 

In South Africa, various writers have called for a training course 

for teachers to be instituted (Gilbert, 1981; Herring and Jaffe, 

1981; Lombaard, 1982; Steenkamp and Steenkamp, 1981). Underlying 

this call is a recognition that rrentally retarded children have 

special needs and require teachers with special skills: however, the 

present shortage of appropriately-trained teachers requires short-· 

term responses in addition to long-term, rrore sophisticated 

training. Such intervention could include brief training coorses 
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(such as a series of workshops) for the upgrading of qualifications 

of presently-employed or prospective teachers: of linportance here is 

that such courses (or c:cmbination of courses) should re recognised 

for salary pruposes by the relevant Education authority. An 

additional level of intervention could be increased emphasis on the 

role of neighbourhood groups through the transmission of educative 

skills, thereby allowing these groups to take on an expanded 

educative role in addition to that of support and child-minding. A 

development programme and team needs to be set up in order to 

transfer relevant skills to these groups (Bailey, 1984). 

With respect to State funding, present conditions require increased 

expenditure on a wide range of services. However, this is unlikely 

in the short term on account of economic constraints such as the 

recession and associated heavy demands on treasury resources. 

Accordingly, attention needs to be directed at ways in which funds 

are currently allocated in order to highlight avenues of 

improvement. One such avenue is the simplification of the procedure 

for· obtaining funds: in addition to the need for a single State 

department for all races is the need for the role of the S A 

National Council for Mental Health to be evaluated. Intended to 

operate as a separate entity on the interface between the State and 

private bodies, it would be nore rational to include some of its 

functions in the appropriate State department (such as liaison and 

others best sui ted to the national level such as co-ordination and 

national priority planning), while other functions Would be best 

delegated to bodies at the regional level (such as detailed planning 

and ·service co-ordination at the regional scale). State representa

tives could be involved at this level to ensure that State proce-

; ~ ...... , ~ " ... ~ .. """ 
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dural requirements are complied with. 

Associated with this is a need for greater flexibility in the use of 

funds. This 'ADuld be greatly facilitated if a single rudget ·could 

be sutmi tted to a single department. A second, arguably nore 

profound, level of flexibility "--uld be achieved through giving 

organisations providing services greater autonomy in t.IJe use of 

State funds (Bradley, 1978). This would enable firstly, an 

increased ability to respond nore sensitively and appropriately to 

local needs, and secondly, a greater sense of independence and 

control for the community in that local opinion 'AOUld be central to 

determining the nature of services rendered. The extent to which 

control and discretion can be devolved would need to depend on the 

expertise available at the local level. State concern for the 

sui table use of treasury funds would be respected through channels 

such as ordinary audit procedures and State representation on 

service planning bodies. 

As is the case with· other dimensions of the present shortage of 

services, the allocation of funds needs to be tailored nore closely 

to the requirements of the local camnuni ty than cy norms nore 

applicable to countries such as the United States and Sweden. Since 

present policies for the allocation of funds, through the 

application of high standards in ruilding construction, etc., are 

unlikely to meet the needs, these policies -themselves require 

attention. "Planning for reform ••• entails a re-examination of the 

appropriateness of services currently being provided and a 

determination of what services in their place will nore cdequately 

meet the needs ••• " (Bradley, 1978, p.63). 



. ··~. . - . .., 

101 

• .. '" .•• - .~ • • ~ • :r :Jo.. •• •• 

With respect to the provision of specific types of service, a number 

of organisational issues stand oot. First is the need for a 

canprehensive register of identified cases, containing data of all 

cases known to all organisations involved in the provision of 

services (FaL~r & Rohde, 1983). This would min~se the duplication 

of services, improve the accuracy of data, aid the tracing and 

follow-up of cases, and facilitate planning. This last-mentioned 

benefit is of particular importance: although basic data (eg, name, 

address, age, IQ) can be used in estimating broad service needs in a 

rather crude fashion, a comprehensive register would enable planning 

of a rrore sophisticated nature. Such data WDuld include a needs 

assessment (Bradley, 1978) and an index of social competence 

(McConkey & Walsh, 1982) covering various areas of skill, such as 

community (or independence), self-care, and communication. On this 

basis a profile of abilities and deficits can be drawn up, and can 

be used to assess the particular needs of each individual. Bradley 

(1978) adds that it is bnportant to differentiate between identified 

needs and speculative needs: these coold be further differentiated 

by assigning a priority rating to each. Bradley also warns against 

11 the collection of odds and ends of information with no cohesion .. 

(1978, p.61), resulting in a needs assessrrent which is unfocused. 

Although the setting up of such a register is a costly undertaking, 

the benefits for the planning of services are considerable. Two 

sources of difficulty in this regard J'llaY be identified: obtaining 

funds and ensuring registration of all known cases. It is suggested 

that a study be undertaken to examine the practical issues involved 

( eg nature of data required, liaison between the various l:xxHes 

concerned, areas of responsibility, staff and equipment require

ments, methods of follow-up and planning) and to explore in rrore 
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detail the benefits to be derived; and thereafter to draft a 

canprehensive report for submission to the State, requesting that 

' funds be allocated for this project. With regard to ensuring that 

all cases are registered, the existence of such a register Y.Duld 

need to be rrade known to all those who rray care into contact with a 

mentally retarded person, such as doctors, psychologists, teachers, 

and social workers. This notification procedure w:Juld need to be 

repeated regularly (perhaps annually) as a reminder or in order to 

contact new members of the professions concerned. 

Under present conditions, planning must be undertaken in terms of an 

esti:rt"Bted prevalence of three cases per thousand people in the 

general population. On the basis of data contained in Chapter Two, 

it may be argued that this rate is an under-estimate. It is 

therefore considered necessary to re-evaluate the applicability of 

this figure in the study area. This would perrni t an increased rate 

of provision of services. 

In summary, the above discussion has outlined a number of 

organisational needs in the attempt to rreet the challenges faced by 

those bodies whose task it is to provide services for the mentally 

retarded population. Present difficulties are numerous and complex: 

predominant among these are those which result from national racial 

policies, including inadequate funds for services for the Coloured 

and Black working class, fragmented funding policies, and the 

requirement that service planning and provision be racially-specific. 

These difficulties have consequences which override those of 

problems of other ~s, and major changes in setvice provision are 

extremely unlikely while these policies r,:ersist. A second group of 
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negative consequences for set~ice provision results from the 

application of inappropriate standards in areas such , as tuilding 

construction and in the provision of funds. This results in a 

relatively high quality of set~ice for the small proportion of those 

needing service Y.ho receive it, Y.hile the great majority receive a 

very inadequate service or none at' all. In seeking to provide a 

more equitable service for all, in the face of limited funds, it is 

necessary to evaluate present standards of service provision in the 

light of local camnunity needs rather than in terms of idealized 

policies deriving primarily from ovet~eas contexts. 

5.2 THE NEED RJR SPECIFIC SERVICES 

The form taken by a system of services will be largely determined by 

policies regarding their provision, as discussed above. However, 

despite this J;X)tential variability, various categories of service 

must be included if the system is to be comprehensive. These can be 

conveniently discussed in terms of Caplan's ( 1964) triaxial 

frarrework of prevention. D9riving from his theory of canrnunity 

psychiatry, it can be applied to service provision for rrental 

handicap with only minor amendments. His "primary" axis is 

concerned with services which prevent disease ard defect, and 

correspondingly prarotes mental health• His "secondary" axis 

includes services for early diagnosis ard treatment, while his 

"tertiary" axis is concerned with the prevention of further disorder 

or dysfunction. Implicit in this "tertiary" axis is the idea of 

"rehabilitation", which does not apply to mental retardation, since 

the condition is permanent. However, this can readily be replaced by 

"habilitation", which transforms this axis into one incorporating 

services for education, training, and care. 
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These three axes will be discussed in turn telow. The prim:ny and 

secondaty axes will only be discussed at a conceptual level, since 

these services and facilities are determined less by specific 

numbe:rs than are facilities on the tertiary axis, such as training 

centn~s, which are constructed with a pre-determined neximum number 

of places available. This is not to suggest that prirnat-y and 

secondat-y set-vices are infinitely flexible, without a ceiling 

capacity beyond which efficiency declines. 

5.2.1 Primary Services 

These services are concerned with the preven-tion of rrental retarda

tion, and are essential to include in the planning and co-ordination 

of services. "Prevention beca:nes all the rrore important where rure 

is not rossible in the sense of reversing a condition" (Cowie, 1981, 

p. 36). 

These can be loosely divided .into "physical services" and "informa

tion services", although rrost services contain elements of both. 

Physical services include those specifically aimed at people at high 

risk, such as agirKJ rrothers and parents who have previously had a 

mentally retarded child. A number of conditions (such as spina 

bifida) can be identified through various prenatal screening techni

ques (of which amniocentesis is probably the, best knCMr1). Use of 

these techniques is not standard procedure, rowever, on account of 

their expense and the risk of spontaneous abortion, and SJ are 

usually restricted to rrothers of forty years of age or above (Smart, 

1981). Genetic counselling is particularly nnportant on account of 

the high proportion of chrorrosa:nal and genetic disorders found in 
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lower levels of rrental retardation. It is especially valuable to' 

parents 'Who have previously had a rrentally retarded child, and who 

can ill affotu to have another. If genetic counselling and prenatal 

screening are used in canbination, the incidence of severe rrental 

retardation could fall by up to 16% (Bundey, 1980). On the basis of 

these tests, prospective parents can te counselled with regard to 

the advisability of having a child, or on r=et·sonal and legal issues 

involved in obtaining a therapeutic abortion. 

Other physical services which play a preventive role are the various 

ccmmunity clinics, including nutrition and nwell Baby" clinics. The 

early identification and treatment of diseases and infections (such 

as meningitis) prevents the subsequent development of mental retar

dation, and the correction of J:X)Or diet in pregnant TM:men {Cowie, 

1981) prevents vitamin, iodine, and other forms of nutritional 

deficiency. The health of. pregnant wanen 'Who abuse alcohol, 

tobacco, and other drugs can te rronitored, thereby preventing the 

onset of rrental retardation resulting fran disorders such as fetal 

alcohol syndrcrne. After birth, these clinics aid in preventing 

postnatal rralnutrition and brain underdeveloprrent (Poskitt, 1980). 

These clinics therefore have an bnportant preventive function, 

although this rray easily go unrecognised tecause of their prirrary 

focus on treating the disorder fran 'Which rrental retardation nay 

subsequently arise. As Power I.XJints rut, ideally "the 'bait' of 

care for current illness is used to draw children into the 

preventive net" (1980, p.ll). In order to formalise this preventive 

function of community clinics along with their rrore traditional 

curative one, Power supports the idea of training pa.ediatric health 

care nurses, as discussed by Wagstaff and Beukes ( 1977). These 



106 

nurses would have wider areas of expertise than :rrental retardation 

specifically, and would be easily accessible to the community. They 

would be able to nonitor growth and development as indices of the 

child's overall state of well-being, have knowledge of other 

relevant services, be able to refer the child to rrore specialised 

services when necessary, and be able to assist with the on-going 

care of people referred back from these se.rvices. Their work ~,o,Quld 

therefore extend beyond the primary axis of Ca:p1an' s framework. 

Their ability to advise on on-going care of identified cases would 

be of rrajor importance to those who cannot be accorrn:rodated in 

training centres or toy library groups. The proposal by Bailey 

( 1984) that semi-skilled :rrental health assistants be trained can be 

understood as similar to that by Power (1980) and Wagstaff and 

Beukes ( 1977) with regard to paedia- tric health care Y.Drkers, 

though with a different prima1y area of concern. 

Information services are those concerned with the dissemination of 

information about mental retardation. A number of target groups can 

be identified. Firstly, those whose work brings them into contact 

with the mentally retarded, including general practitioners, social 

workers, psychologists, teachers, and the staff of community health 

clinics (Poskitt, 1980). In addition to information on prevention, 

these services could provide other educative material, such as what 

problems arise' what the prognosis is likely to be' row to identify 

cases, who to refer to, and how to deal with parents. To a large 

extent, this work is being carried out by the Child Care Information 

Centre at Red Cross Children's Hospital. However, to further 

increase the general level of awareness of those who may encounter 

cases of mental retardation in their work, regular updates of 
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information may be necessary. The general public is a second target 

group, of which large numbers can be reached through the target 

group mentioned above. However, information regarding prevention of 

mental retardation frequently applies equally well to other 

disorders and conditions, and in order to minimise costs t¥ taking 

advantage of economies of scale, it may be possible to combine with 

other health and health-related organisations in an orchestrated 

ccmnunity awareness campaign. In this way, projects in addition to 

that of prevention of mental retardation could be served in a 

comprehensive way. Of particular importance to mental retardation 

would be, firstly, prenatal hazards to the developing fetus, such as 

maternal drug abuse, including tobacco and alcohol, and reasonable 

diet {Cowie, 1981); secondly, reasonable diet during the postnatal 

period and infancy; and thirdly, the possible consequences for 

mental functioning of various infections (if not treated timeously), 

and various forms of brain damage, such as that resulting fran road 

accidents and accidents in the home (Klaus and Fanaroff, 1979). 

The "ccmnuni ty awareness campaign" suggested above must be paired 

with various public health interventions: infection and poor diet 
' 

are inevitable under conditions of poor housing, sanitation, and 

education. lmy health prorrotion programme aimed solely at those 

whose health is at risk is in danger of ignoring the environmental, 

economic, and other factors which contribute to poor health (Wortis, 

1965). Therefore, effort needs to be directed at ameliorating these 

environmental conditions, which presurres that representations be 

made to those under whose jurisdiction these conditions fall. These 

bodies include local authorities in the first instance, and the 
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State. Such representation ~ld add a voice to others in the 

canmunities being served, demanding improved living conditions. 

Clearly, a subsequent step in analysing the factors undermining 

efforts at preventing rental retardation is to recCXJnise the role 

played by the cruntry' s racial [X)licies. 

From the above discussion of Caplan's primary ax1s of service 

provision, the role of "physical" preventive se1:vices is vi tal arrong 

those at high risk, particularly aging rrothers, parents who have 

other rrentally retarded children (or ....tlo are themselves retarded), 

and pregnant w::men. However, present economic constraints prevent 

large-scale extensions to these services. The argurrent here is not 

for a rrajor shift in emphasis in service provision, but rather 

recCXJnition that prevention is [X)Ssible for certain forms of rrental 

retardation, and that various bodies (such as ccmmunity health 

clinics) play an easily-overlooked role in this. on this basis, it 

can be recommended that community health authorities be included in 

the process of planning for services. This v.Duld aid in greater co

ordination in undertaking preventive v.Drk arrl in discussion of 

problems encountered. The function of "information" services is 

very important, not only in improving skills of those encountering 

mentally retarded people and their families in their v-Drk am in 

publicising specialised services offered, but also in addressing the 

needs of the general public by firstly, a ccmprehensive health 

promotion campaign and secondly, hrough public health rreasures. 

Here, oo-ordination with other bodies concerned with health promo..:. 

tion v.Duld be of major benefit in ensuring co-ordinated action. 

In combination, these facets of preventive v.Drk at the primary level 

can only result in an improved community service. 
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5.2.2 SecondaLJ( services 

Services included here are those required for early intervention, 

the . benefits of which are considerable for both child and his/her 

family. For the rrentally retarded child, training can begin at the 

appropriate developmental stage. As with all children, certain 

skills becane rrore difficult to acquire the further the child 

develops beyond the stage when developmental preconditions are best 

suited for the acquisition of that skill. In the sarre way, early 

intervention can aid in extinguishing an inappropriate behaviour 

before it becomes ingrained in the child's behaviour repertoire and 

more resistant to change. For the pa.rents of the child, early 

intervention helps in clarifying the problem, and in encouraging 

them to express and deal with the erotional tunroil of having 

produced a mentally retarded child. Unless this occurs at an early 

enough stage, these unresolved feelings could becane sul:merged, only 

to surface later in a disguised, and possibly destructive, form. The 

impact on siblings is also great, and needs to be addressed. 

Two essential components of early intervention are early diagnosis 

and early treatrrent. Clearly, the former nust precede the latter. 

An intervening step, which links the two, is that of assessrrent. 

These will be discussed below. 

The first opportunity for early diagnosis is through prenatal 

screening, discussed in section 5. 2 .1. above. It becomes relevant 

here when the possibility of a therapeutic abortion is ruled out. At 

birth, a number of physical signs nay indicate the presence of 
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mental retardation. These are generally well known to rredical 

practitioners, although some subtle ones rray not be. As an aid to 

doctors present at the birth of a baby in 'Which rrental retardation 

may be suspected, the rraking known of published tests or organic 

batteries rray help to clarify uncertainty. Two examples here are 

the test described by Fried (1980) in diagnosing Dawn 1 s Syndrome in 

the newborn, useful in that it p:rmi ts the parents being informed 

before mother and baby leave the rraternity ward, and in areas where 

sophisticated cytogenetic laboratories rray be unavailable; and the 

use of the Organic Mental Syndrome Battery with older children, 

described by Herman, Bala, Atkin, and Rofowitz (1983}. Knowledge of 

such tests w::>uld also be valuable to others concerned with assess

ment, in that they might indicate the need for organic investigation 

where relevant. A special group of children in wham organic patho

logy might be suspected are . trose at high risk as a result of 

factors such as rraternal drug abuse (including alcohol and tobacco), 

CNS infections, prematurity, birth trauma, undernutrition, and head 

injury. Identification of some of these high-risk children nay 

depend rrore on a canprehensive history than on physical examination, 

and here assistance may be offered to primary health workers, 

doctors, and others through suggested history-taking procedures. 

In cases where evidence of organic pathology is absent or 

inconclusive, earliest detection would follow the identification of 

developmental delays, both physical and psychological. Of prime 

importance here are the staff of the canmunity health clinics and 

other prirrary health ·workers. Their diagnostic skills might be 

enhanced through being provided with appropriate tests found useful 

in other situations. Also of fundamental importance are preschool 
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teachers, whose in-depth knowledge of their children and 

developmental norms would make them extremely Dnportant links in the 

early-detection network. 

Following early diagnosis or detection of a developmental delay, 

more specialised assessment is usually required. The distinction 

between "diagnosis" and "assessment", discussed previously in 

Chapter One, is crucial here. "Diagnosis" refers to the application 

of a specific, global term to cover the child's condition, and may 

imply a given aetiology (or set of aetiologies), such as "tuberous 

sclerosis"; or rray be of a wider, generic nature, such as "severe 

mental retardation", in VJhich the child's specific characteristics 

are submerged in a framework of commonly-found and expected 

handicaps. "Assessment" provides an overall picture of the child's 

developmental and functional strengths and weaknesses (Jeffree, 

McConkey, and Hewson, 1977), and provides a frame of reference for 

designing a treatment prograrnrre (Herring and Jaffe, 1981). For 

assessment services to be properly integrated into the service 

network, two paths of communication are essential.Firstly,diagnostic 

and detection services (such as cytogenetic laboratories, preschool 

teachers, and health care workers) need to know of the existence and 

role of assessment services. This implies a prograrnrre of actively 

disseminating infor- mation to those VJho may lack it. Secondly, 

assessment services need to have adequate knowledge of services and 

facilities to which mentally retarded people can be referred 

following assessment. Although these lines of canmunication do not 

give rise to problems where contact is well-established (for 

example, when diagnosis, assessment,and placement are arranged 

within a single organisation), problems rray arise with regard to 

people or organisations providing a partial service with little 
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information about other ccmponents, such as psycholcgists, speech 

therapists, occupational therapists, and remedial 

private practice, or child guidance clinics 

universities. 

therapists 

attached 

in 

to 

The process of assessment has a number of aspects, not all of which 

may be relevant in evet-y case. However, two broad levels are funda

mental: assessment of the child and assessment of the family. 

Assessment of the child has a rumber of dimensions, each of which 

may re investigated by a wide range of tests and techniques (see 

Gearheart and Litton, 1975; Hallas, Fraser, and MacGillivray, 1982; 

Mittler,. 1973a, 1973b). These dimensions include intelligence, a 

rather crude measure of little value unless qualitative data is 

stressed~ and many aspects of social and cognitive 

functioning. Tests of social . functioning frequently allow the 

plotting of a developmental profile, highlighting both strengths and 

weaknesses (Bernsen, 1980). The Adaptive Behaviour Scale, for 

example, examines seven variables (Salagaras and Nettlebeck, 1983), 

and has many potential applications, including individual programme 

development (Spreat, 1980). An advantage over the Vineland Scale of 

Social Maturity, frequently used in South Africa, is that it 

measures maladaptive behaviour as well as adaptive behaviour 

(Roszkowski, 1980) • Other developmental scales have been developed 

in South Africa, of which the Grover Developmental Charts are well 

known. Other areas of assessment include perceptual and n:otor 

skills and their integration~ and speech and language abilities. 

Neurolcgical and other rredical tests may be required if rondi tions 

such as epilepsy are suspected. As is evident, a wide range of 
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assessment skills may be required: these skills :rray not be readily 

available, on account of staff or financial shortages. A r:ossible 

source of these skills could be university departments, in which 

students of occupational therapy, speech therapy, psychology, and 

other such fields could undertake relevant assessrrents as y;:art of 

their coursework. Benefits w:Juld accrue to all concerned. 

As regards the family, material conditions and their general quality 

of life are important in evaluating their cibili ty to absorb their 

mentally retarded rrember. Aspects of family functioning are also 

important in this regard. In general,_ the focus of family 

assessment in this context is to guage the impact of the child on 

the family, and the family's resources to cope. This has both 

long-term and short-term implications. 

In general, assessment needs to be rrulti-dirnensional, and hence 

multi-disciplinary. This reflects the rrulti-dimensional nature of 

the problem. However, the "team" approach, especially if it 

incorporates members of different professions, is often not as easy 

to accomplish as may be desirable. In practice, the rrechanisms of 

teamwork need to be carefully considered, avenues of ccmmunications 

made imperative, and processes of power-sharing or power allocation 

discussed. These need to be made explicit, and discussed cpenly 

when problems arise. Results of this team assessment w:Juld usually 

yield clues as to interventions required: therefore, treatmentr plans 

are a natural extension of assessment. 

Three conponents of early treatment of children may be isolated. 

Firstly, in cases where reversible organic aetiology is present, 

.... ·"· ~ 
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such as phenylketonuria and meningitis, early treatment may prevent 

the development of mental retardation. This was discussed in· 

section 5.2.1. above. Secondly is the need to incorporate the child 

into appropriate training programmes at the earliest feasible· time, 

depending on facilities available: this will be further discussed in 

section 5.2.3. below. Thirdly, additional handicaps need early 

attention in order to reduce their impact on the child's subsequent 

development. This treatment might include anti-epileptic and other 

medication, behaviour therapy, speech therapy, and physiotherapy. 

Where possible, the institution of home programmes could have major 

benefits, in that directed stimulation of -the child could extend 

beyond the limited time spent with the relevant therapist. This is 

particularly important, given the need for repeated exposure in 

order to encourage learning. Furthemore, this VJOuld encourage 

greater contact between parent and child. Jubber (1980) found that 

the middle-class view of the family often did not hold in his study 

of the families of 63 children institutionalised at the A J Stals 

Centre. Frequently the chief caregiver was not the rrother, as is 

usually the case in the traditional, middle-class family, but 

another person, usually a relative. Siblings were frequently found 

to be extremely linportant. The father frequently was absent, either 

being in prison, having died, or having left oome, and "functions as 

a symbol of the negative" (1980, p.60). ~Vhere present, he was often 

peripheral. Beckman (1983), in a study of the stress encountered in 

families of handicapped infants, found that the only derrographic 

characteristic associated with the amount of stress was in the case 

of single mothers, who experienced more stress than mothers in 

intact homes. In the light of the conditions of absent or 

peripheral fathers frequently found in the study area, it may be 
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expected that similar high levels of stress are to be found. Given 

the great rurden placed on the care-giver of a rrentally retarded 

child, early intervention should attempt to distribute tasks of 

care-giving nore equitably: the development of a rome programme 

could be a ~hicle for doing so. By involving nore ~ople at an 

early stage, greater shared responsibility could be encouraged and 

may serve to inhibit development of later family difficulties. 

With regard to early treatment of families, two important parts of 

this are providing practical assistance in the form of discussing 

with them the diagnosis, causes, prognosis,- and treatment of their 

child's condition; and in dealing with the emotional upheaval which 

this is likely to generate. Klaus and Kennel (1976) identified five 

stages of parental reaction to the birth of a rrentally retarded 

child: shock; disbelief; sadness, anger, and anxiety; equilibrium; 

and reorganisation. The negotiation of this process, am the 

resolution of the many complex feelings which arise, is undoubtedly 

made easier by understanding and knowledgeable counselling. Each 

stage of the process requires different strategies of intervention, 

from crisis counselling and aiding the family in making decisions, 

to nore in-depth parental counselling or family therapy, according 

to the need. Early intervention is benefical at each stage: if 

family resources are unable to cope, inadequate (or no) intervention 

will make progress to a subsequent stage more difficult. The 

counsellor needs to be alert at all times to hints that a particular 

area is causing unexpressed difficulties, such as one parent blaming 

the other fo1: their child's rrental retardation. 
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The impact of the diagnosis, and therefore the earliest contacts 

between the family and relevant authority, is emphasised by 

Baraitser (1980): "No period is rrore critical than the rroment of 

discovety and the way this is handled influences all future expe

riences" (p.l025). As this is frequently undertaken by a person 

other than someone specialised in the field of rrental retardation, 

ways of handling this situation could be publicised, enphasising 

that sensi- tive handling aids the work of those who will 

subsequently work with the family. 

The benefits of early family treatment are many: initial confusion 

and distress can come to be understood and worked through; miscon

ceptions can be corrected; familial disharmony connected with their 

family member's mantal retardation can be explored; the need to work 

collectively, with shared responsibility, can be stressed. 

Such treatment, however, cannot be on-going, on account of the great 

expense and need for large staff resources; nor is this desirable, 

since there is a danger of the counsellor taking on a parental role 

towards the family and increasing their dependency on h~er, 

without being aware that this process is taking place. There is there

fore a need to identify crisis points, when early intervention is 

indicated: this will be further discussed in section 5.2.3. below. 

In summary, the important role played by secondary services, 

including those concerned with diagnosis, assessrrent, and early 

treat...."tlent, is crucial in a canprehensi ve service network. They are 

closely linked with the provision of facilities for on-going care, 

since the nature of the person's needs, as determined by the 
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seconaaty level of service provision, will indicate the type of 

facility best suited to these needs. 

5.2.3 Tertiaty services 

These services are concerned with the on-going needs of those who 

are rrentally retarded and their families. As may be expected, and 

as was shown in Chapter Three, these set~ices can take a variety of 

forms. To facilitate discussion, they will be broadly grouped into 

those principally concerned with the needs of the rrentally retarded 

person, and those principally concerned with the needs of their 

families. The needs of the rrentally retarded ~rson rray be divided 

into training, which is to some extent age-determined, aoo leisur~. 

Training needs exist at the preschool, training centre, and adult 

work levels. 

Into this discussion will be brought the implications for service 

provision of the shortfall of present facilities arrl future needs, 

outlined in Chapter Four. This "short-fall" aoo future "needs" was 

calculated on the assumption that all ~ople with trainable rrental 

retardation will require placement (i.e. , a correspondence between 

"true" arrl "administrative" prevalence): however, this is not ro 

since a proportion of cases will be acca:nrrodated elsewhere or not 

require placement for other reasons (Aiken et al, 1975; Bradley, 

1978). Accordingly, the actual need for facilities will be 

considered equal to the lower end of the prevalence range used, i.e. 

3/1 000. Use of this figure is supported by the fact that it is 

officially accepted for purposes of subsidizing training centre 

provision. 

A number of writers have stressed the need for iooividual training 

programnes, based on the rrentally retarded mild's strengths ard 
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weaknesses. These can focus on specific areas requiring more 

intensive attention, and can thereby help the person derive ll'Bximum 

benefit from training (Baumgartner, 1960). They also help to 

improve ccm:nunication retween different rrembers of the therapeutic 

team, and retween the team, community services, and the child's 

parents (Raynes, Pratt, and Roses, 1979). Further.mJre, they enable 

the child's progress to re evaluated, and thereby provide a frame

work for evaluating the programme's applicability and areas for 

improverrent (Raynes, Pratt, and Roses, 1979). These evaluations 

need to stress present levels of functioning in all developmental 

areas; expose specific problems requiring additional emphasis; and 

home conditions and their impact on the child (Steenkamp and Steen

kamp, 1981). There is, therefore, a continuity between this on-going 

evaluation process and the initial assessment unde~taken before 

placerrent of the child, as discussed in section 5.2.2. above. 

Despite the importance of devising individual programmes for each 

child, it is equally necessary for the child to be placed in a class 

or group, in which individual differences cannot always re catered 

for. This is necessary on account of economies of scale, staff 

shortages, and the numerous advantages of group contact for the 

child. There are two levels at which these apparent conflicts in 

emphasis need to re reconciled. Firstly, in routine activities in 

the group context, such as creative activities, the classroom 

teacher needs to offer stimulation to each mild according to his/ 

her developrrental level. Secondly, for purposes of receiving 

specialised attention, such as speech therapy or physiotherapy, the 

child needs to be taken out of the group and worked with 

individually. In this way the child receives the benefits of both 
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group stimulation and individual attention. Of importance is that 

regular ~etings be held between the classroom teacher and thera

pists working with the child individually in order to co-ordinate 

their efforts: therapists can act as consultants to the classroom 

teacher, while the teacher can assist in formulating therapeutic 

goals by contextualizing the child's progress in evetyday activities. 

Remedial therapists trained in pn::gra.mrre planning could play a 

valuable role on account of their knowledge of, and skills at, both 

group and individual levels of intervention.Through co-ordination of 

effort (eg, setting up weekly themes), the child will receive 

intensive and graded attention: without such co-ordination, the 

child may be unable to fully integrate the variety of disparate 

stimuli being directed at him/her. This co-ordination could extend 

into home programmes, thereby integrating parents as much as 

possible in their: child's training, while also serving to alert 

staff to problems which may arise cutside of the training centre 

environrrent. 

A problem arises, however, where trained specialists are not availa

ble to undertake individual training programmes. A possibility here 

may be the training of teachers or assistants in the use of relevant 

techniques, this permitting a measure of specialisation. These 

courses could form part of an attempt to upgrade the qualifications 

of those presently involved in the training of rrentally retarded 

children, as was suggested in section 5.1 above. These "intermediate" 

specialists could then function as advisors to other teachers,there

by partially reducing the need for professionally-qualified 

consultants where these are unavailable. 



120 

. ... . ~ .... 

A considerable bcdy of work indicates the importance of intetven

tion at the preschool age. Benefits accrue to both child and parents 

(Baroff, 1974): with regard to the child, Hutt and Gibby (1979) note 

that intelligence tends to becane stabilized l::y approximately four 

years of age, and that very intensive stimulation is required to 

encourage rrental development thereafter. In addition, they state 

that significant deficits in basic sensorirrotor skills, language, 

and other ccrrn:nunication skills have become prominent l::y this time, 

and if remediation does not begin early enough, subsequent training 

is rrede rrore difficult. Gearheart and Litton (1975) add that 

preschool programmes offer the child Cl)portunities to grow and 

develop in an appropriately structured environment, under the guid

ance of specialised staff. This allows the child to develop a 

routine of daily living, while the initial group-learning experience 

builds a foundation for later social relations while also developing 

a sense of self-awareness and ~arly behavioural controls.With regard 

to the parents, early involvement with their child's training can be 

fostered {Gearheart and Litton, 1975), while also relieving them 

from some of the stress of looking after a mentally retarded child. 

Furthermore, parents can be brought into contact with other families 

of rrentally retarded children (Baroff, 1974), thereby providing the 

support network which is so important ( Siwundla and Power, 1981). 

The benefits of a preschool programme are particularly great for 

those from "psycho-socially deprived" (Kirk, 1958) or "disadvan

taged" homes (Hutt and Gibby, 1979). 

Hutt and Gibby (1979) warn that the value of these progranmes rray be 

diluted unless they are properly planned and implemented. This 

includes that personnel are adequately trained, and that objectives 



are carefully selected. 

of skills should be 

self-help, language, 

skills. 
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Baroff (1974) emphasises that a wide range 

included in such a programme, including 

socialization, motor, play, and cognitive 

In the study area, Chapter Four indicated a total of 324 Coloured 

and 207 Black trainable rrentally retarded children of preschool a:Je 

in 1985. Although some of these are teing catered for, mainly 

through toy libra1.-y services, the great rre.jority remain unserved. 

By the year 2000, the Coloured total will te 372, while the Black 

total may be expected to te very much greater than at present on 

account of increased urbanization. How are these children to te 

provided with the early stimulation considered fundamental to their 

subsequent development, particularly in the light of limited funds 

presently available? As was shown in Chapter Two, the age range of 

greatest ascertainment is 10 . to 19: therefore 1 this age group is 

likely to absorb ·a large porportion of the available funds, as will 

adult facilities on account of their high cost: accordingly, a 

greater emphasis needs to be placed on informal sources of 

stimulation for preschool children. In the future, hopefully 

increased expenditure on services for the mentally retarded will 

penni t the construct ion of formal preschools, and these should te 

able to accornrrodate a proportion of these children by the turn of 

the century. A further proportion might find placement in normal 

playgroups, a policy favoured by Baroff ( 1974) 1 although a study of 

7 Down's Syndrome children by Sinson and Wetherick (1981) found that 

they tended to became excluded when placed in normal playgroups. In 

the light of these conditions, two interlinked avenues of providing 

stimulation to preschoolers are the toy libraries and neighbourhood 

groups, the latter teing a concept which is presently a::mparatively 
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unexploited, while holding considerable promise. 

As was shown in Chapter Three, the toy libraries are already 

providing a valuable canmuni ty service, although attendance fluctu

ates for various reasons. Through toy library (and other) contact, 

neighbourhood groups have formed for purposes of providing support 

and informal care of one another's children. It rray ·be jX)ssible to 

use this camnunity network as a rreans for instituting nore formal 

preschool programmes. Members of the group could contribute towards 

paying an allowance to the person acting as care-worker and for food 

for the children, while the toy libraries could visit these groups 

on a regular basis, providing toys, advice, and nore specialised 

services, and also transmitting skills to the care-worker. In this 

way neighbourhood groups could rrake a substantial contribution to 

the early stimulation of mentally retarded children in their 

neighbourhood, relieve the J:.urden of the child on the family, am 

aid in preparing the child for placement in a training centre. 

The benefits of training centre placement are largely self-evident, 

and were rrentioned in Chapter Three. In a study conducted in 

London, Wing ( 1971) stated that "there can be no doubt that 

(improvements in day-care facility provision) helped to relieve the 

burdens on the families" (p. 413). According to Steenkamp and Steen

kamp ( 1981) , the four nain benefits are, firstly, the development of 

skills, with which is associated development of feelings of self

sufficiency. This is achieved through learning self-care, social 

adapatation skills, errotional development, motor activities, and 

cognitive tasks. Secondly, the development of a jX)Sitive self-image 
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and self-confidence through successful canpletion of appropriate 

tasks, graded according to her/his level of developrrent. Thirdly, 

assistance to parents through teaching them ways of handling their 

child, providing them with relief, and bringing them into contact 

with other parents faced with similar difficulties. And fourthly, 

liaison with the canmunity, thereby encouraging links between the 

ordinary child and the mentally retarded child. 

Chapter Four indicated a total of 1056 Coloured children of training 

centre age ( ie 5-19 years) and 288 Black children. These figures 

represent an excess of 669 Coloured and 238 -Black children over the 

places available for them. Although some of these could be accommo

dated in neighbourhood groups should formal placements be unavaila

ble, it appears that there can be little alternative other than 

construction of additional training centres. This is particularly 

important considering the need. to provide suitably-graded activities 

for each child CNer a twelve-year r:;eriod and perhaps longer, the 

need for the children to experience and accept the structure provi

ded in preparation for subsequent placement in a protective workshop 

or occupational group, the need to undergo some vocational training 

before such placement,and the right to appropriate schooling enjoyed 

by the children and their parents. 

For these reasons, together with the fact that during the training 

centre r:;eriod children negotiate a number of important r:;eriods of 

crisis, notably adolescence, it m3.Y be argued that, with limited 

funds available, greater emphasis should be placed on the provision 

of training centres than on formal preschool facilities. Further

more, given the present shortage of training centre facilities, 
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an emphasis on the preschool age-group will have short-term benefits 

only, t:oth fm· the child and the p:trents. Although contraty to 

modern approaches in First Vbrld contexts, present needs in the 

study area are arguably greatest at the training centre level. To 

some extent, this dichotcmy can be overcome by considering that 

preschool training can best be met through informal means, such as 

neighbourhood groups, while the needs of older children are best met 

through formal training centre placement. 

During their adult lives, mentally retarded people derive .m:my 

benefits fran being actively employed, as was discussed in Chapter 

Three. In Chapter Four it was estimated that 1209 Coloured and 618 

Black adults aged 20 and above were not placed in protective work

shops or occupational groups. By the year 2 000, it is estimated 

that 1815 Coloured adults between the ages of 20 and 54 with traina

ble mental retardation will .live in the study area. Although 

protective workshops are preferable to occupational groups in that 

they receive a State subsidy, the pace of construction of such 

workshops is slow because of their cost. It therefore seems likely 

to expect occupational groups to play a rrajor role in providing 

adults with work. However, their provision is limited on account of 

not being State subsidized, and it is important that a subsidy be 

received in order to meet the growing need' for work cpportunities. 

In addition to purely work-related activities, a second major 

function which these groups need to serve is on-going adult educa

tion. As Herring and Jaffe {1981) state, "according to formal 

education structures, the dlild rrust discontinue his education at 

the age of 18 or 21 years - at a tirre when the person is only 

beginning to understand what he needs to know in order to live a 

fairly independent existence" {p. 96). 
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A further dimension of adult needs are geriatric services, for those 

beyond working age. It is estimated that by the year 2 000 there 

will be 348 people in the Coloured canmuni ty who fall into this 

category, taken as above the age of 55. However, as was shown in 

Chapter Two, mortality rates in the :rrentally retarded tend to be 

above the mean for the normal population ard longevity tends to be 

reduced. Therefore, it is possible that the actual number requiring 

geriatric placement will be less than this figure. 

Besides the types of facility for the rrentally retarded discussed 

thus far, which are concerned primarily with training ard ;,.,ork, a 

number of other areas also need to be considered. Firstly, as 

Jubber (1980) pointed oot, a proportion of parents will be unable to 

look after their child at home: it is therefore important to provide 

residential facilities for those parents for whom institutionaliza

tion is the best c:ption. Secondly, short-term residential facili

ties are required for dlildren of families experiencing particular 

difficulties at a certain time, or who wish to go CMay on roliday 

without the additional problems which their child ;,.,ould present. 

Thirdly, additional .handicaps need to be attended to in people of 

all ages, and avenues of referral need to be established throughout 

the service network. And fourthly, the leisure aoo recreational 

needs of rrentally retarded people also require to be rret: these 

include not only activities which would form part of the normal day 

in a neighbourhood group, training centre, or adult facility, but 

also (for example) holiday camps during vacations. 

Throughout the above discussion, the stresses faced cy families of 

mentally retarded people have been referred to, and specific 
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attention must be directed at meeting the needs experienced by them. 

This is becoming increasingly Timp0rtant because of the modern stress 

on oome-based rather than institutional care. Wilkin (1979) has 

noted that "the success of r:olicies designed to care for the 

mentally handicapped in the canmunity depends on the families who 

undertake the burden of care" (p. 56). There are undoubtedly r:eriods 

when the burden becanes very great, and at these tirnes the family 

needs to depend on others for support. "The parents are seeking 

help, and sometimes their distress is greater than that of the child 

" (Mannoni, 1973, pp.l35-136). 

Numerous studies have been conducted on the impact of a rrenta1ly 

retarded d1 ild on the family ( for example , Beckman, 19 83 ; ernie , 

.Friedrich, and Greenberg, 1983; Nihira, Meyers, and Mink, 1983; 

Tizard and Grad, 1961, in Wing, 1971), and questionnaires have been 

designed specifically to rreasure stress in families of rrentally 

retarded children (Holroyd, 1974). Mannoni ( 1973) documents the 

mother-child relationship, with emphasis placed on psychodynamic 

features. Steenkarnp and Steenkamp ( 1981) state that occasionally 

the child may be rejected and receive physical abuse, and recanrrend 

that here the child should be renoved fran the care of the parents; 

however, more of ten the child is pampered and overprotected, thereby 

rerraining dependent and making subsequent social integration rrore 

difficult. Wilkin (1979) reviews much of the literature on this 

wide and important topic. 

In the context of the present thesis, oowever, the rrajor concern is 

with strategies of intervention. Two rrain conponents of this are 

the provision of practical· aid and the provision of errotional (or 
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counselling) aid. The former includes helping tD arrange grants 

fran the State, helping the family rrake concrete plans for the 

child's future, and helping in carrying rut these plans. Wilkin 

( 1979) warns against unnecessarily pathologising the family: "... a 

number of ]:xx)ks and articles ••• have rraintained that they are 

essentially the same as any other family, but that they face special 

problems with which they require practical help" (p. 56). Baraitser-

(1980) believes that parents benefit greatly from a prolonged 

discussion about diagnosis, cause, risks of recurrence, prevention, 

developmental expectations, and educational facilities available, 

approximately eighteen months after learning'of their child's mental 

retardation. This presumes that the ccunsellor WJrking with the 

family has a detailed knowledge of the practical issues which are 

likely tD arise, or has access tD others who may be better quali-
, 

fied to assist. At the same time, it is tD .be expected that rruch of 

the practical help needed will have erotional 011ertones, and these 

need to be respected and worked with. 

With respect to the provision of counselling services, it was noted 

in section 5.2.2 above that it was necessary for intervention tD ~ 

restricted to mints or .oeriods of crisis in the family. These may 

be identified by the family itself, and could include parental 

stress, severe behaviour difficulties, embarrassment of other 

children (pa~ticularly adolescents) with regard to their mentally 

retarded sibling, and uncertainty in knowing row to deal with rela-

tives and neighbours (Winterbourn, 1958). These problems require 

that 1 avenues of consultation be c:pen tD p:trents. other points of 

crisis nay be identified through research conducted into canrronly 

encountered periods of special difficulty, largely related to stages 

of the child's development. These include birth, diagnosis, the 
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beginning of training centre placement, adolescence, starting adult 

life and work, and old age. It may therefore be beneficial to sche-

dule meetings with a counsellor at regular intervals in order to 

assess the problems encountered by the family and whether counsel-

ling inte1~ention is required. 

In view of the heavy demands which increased canmunication \.\QUld 

place on a relatively small number of professional counsellors, it 

may be possible to increase COTIIDunity participation through the 

involvement of a network of "lay counsellors" to undertake some of 

this work. This is already done to some extent by the J:X:>wn' s 

Syndrcme Association, using as counsellors parents who themselves 

have J:X:>wn's Syndrome children. This service could be expanded 

through participation of parents With children in training centres 
. 

and other facilities, or through other interested people who could 

receive some training beforehand. In this way, a canmunity support 

network would be strengthened, and as a group they could fulfill 

other valuable functions such as organising leisure activities and 

lobbying the State for provision of further facilities for the 

mentally retarded. A system of this nature would therefore 

distribute the work of counselling between both formal and nonformal 

levels of intervention. 

In conclusion, tertiary facilities are an extremely important part 

of the overall system of service provision: they could be seen as 

being in the "front line" insofar as they are faced with the task of 

directly providing care and support for t.."'1e rrentally retarded and 

their families. Adequate provision of facilities is imperative, and 

without this, services at the primary and secondary levels partially 

lose their efficacy. .Early diagnosis and assessment may be of aca-

demic interest only, if the absence of appropriate care facilities 
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means that the child and family must be returned to the canmuni ty 
• 

without treatment; formal prevention pn:grarmnes !'TlaY be a luxury 

under conditions where the great !'Tlajority of cases cannot be 

prevented. 

5.3 CDNCLUSION 

As is apparent from the above discussion, few services can be 

located canfortably on only one of Caplan's axes ard no other. Most 

services play an educative or counselling role, even if this is not 

a principal function. This overlap is inevitable, indeed necessary 

to some exte.nt, if the senTice system to- be provided is to be 

canprehens i ve. 

Furtherrrore, since the service system by its nature is carnnunity 

orientated, maximal success can only be achieved if it· is based on 

the needs of those to be served. This implies a high level of 

camnunity participation and a stress on research into canmunity 

needs. 

0\.ving to the wide range of services which are involved in d=aling 

with mental retardation, a premium needs to be placed on oo-ordina-

tion ard integration (Tarjan, wright, Eyman, and Keeran, 1973). 

Finally, the extent of the present shortage of facilities, particu-

larly at the tertiary level, indicates that TTUCh has still to be 

achieved. However, this needs to be placed in the context of what 

has been achieved already, and the great efforts presently being 

made to overcane these shortages. Therefore, although the ootlook 

may at first appear to be dark and the problems impenetrable, it is 
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evident that this is only true in a relative sense: accordingly, ' 

attention needs to be placed· on documenting the present in otuer to 

throw light on the way forward, and not rrerely to beccme overwhelmed 

by the extent of the need. 
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CHAPTER SIX CONCLUSION 

In sumnary, this thesis has estimated the present prevalence of 

trainable rrental retardation in the Coloured and Black canmunities 

of Cape Town, and projected the prevalence in the Coloured community 

to the year 2000. This estimation was based on the results obtained 

in similar studies and other relevant studies conducted both over-

seas and in South Africa. By canparing the estimated prevalence 

with services presently provided, an evaluation of the extent of 

need was carried out in the context of drawing implications for t..,~e 

future provision of services. 

Results supp01ted the assertion rede by many presently v.Drking in 

this field that set~ice provision is inadequate: while service needs 

of the White cormnunity are reasonably ~11 rret, in the Coloured 

camnunity only one in three known cases is J:::eing served, while in 

the Black community this ratio is one in twenty. W:len these results 

are viewed :ln the context of South African social conditions as a 

whole, it is clearly evident that they display parallel relations of 

power and access to resources. A natural extension of this 

recognition is that the provision of services for the rrentally 

retarded has J:::een profoundly influenced by the ideology of apartheid 

and the web of econcrnic and social relations with which it is 

associated.When these results are viewed at the level of the 

mentally retarded people themselves and their families, stresses 

resulting from social conditions are cc:mpounded by stresses 

resulting fran rrental retardation. The difficulties experienced by 

those caring' for rrentally retarded people, without the benefits of 

much-needed intervention by people skilled in dealing with these 

problems, are enormous. 
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These results were then discussed with particular reference to their 

implications for neeting present needs and for the provision of 

future services. Given that the provision of services for the 

mentally retarded is inescapably llnbedded in State apartheid policy, 

equitable distribution of facilities requires the prior rerroval of 

this r:olicy. More specific service needs were discussed in terms of 

Caplan's triaxial framework of primaty ("preventive"), secondary 

("early intervention"), and tertiary ("on-going care") services. A 

nurnber of themes were identified as running through this discussion, 

the nost important of which were seen to be: the need for services 

to be context-bound and responsive to locally-identified require

ments; the need for canmunity participation; and the need for co

ordination and cO'lliTlunication between all conponents of the service 

network. 

The overriding conclusion of this study is that it is ilnperative for 

conditions to J::;e improved, a conviction strongly held J::y those who 

are involved in directly providing what services they can while 

constantly seeking ways to improve them. However, they are constrai

ned by limited budgets and State subsidies, together with nurrerous 

sets of regulations determining the use of these funds. It is 

therefore clear that local attempts to improve services need to be 

strongly supported with corresponding action at the State level. 

As is to J::;e expected, this study raises the need for rrore Y-Ork to be 

done in this and related fields. Directions for further study 

include exa.mnation of the canplex practical issues involved in 

setting up a canprehensive register of rrentally retarded people; a 

detailed analysis of the many dimensions of mental retardation which 

have special significance in South Africa, such as the influence of 
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poverty-related factors on prevalence; and an investigation into the 

role and training of "lay" ccrmnuni ty workers in the field of rrental 

retardation and in the wider field of mental health.Other directions 

for further work include an analysis of the social and :r;olitical 

relations of the provision of services for the rrentally retarded; 

and an exploration of methods for assessing the severity of associa

ted behavioural difficulties, to be used by workers not specifically 

qualified in this area, as a means for guiding referral decisions. 

It is hoped, in conclusion, that this study will provide some 

suggestions and :r;oints of discussion for those striving to overccrne 

the difficulties experienced by the mentally retarded population and 

their families in Cape Town. 
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(See also Figure 6) 
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APPENDIX B-2 Population density 
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Mean head of household income per annum 
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ATLANTIC OCEAN 

Motor car ownership 

SIMON 'S TOWN 

LEGEND 

lillffii)WHITE 

EJCOLOURED 

BBLACK 
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54660 Cars 

TOTAL: 267240 Cars 



POPULATION PROJECTION 1980-2000: 

AGE-SPECifiC POPULATION CHANGES 

IN THE COIDURED COMMUNITY 

Source: TMS (1983) 
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APPENDIX C : POPULATION PROJECTION 1980-2000 

AGE-SPECIFIC POPULATION CHANGES IN THE 

COIDURED CCMMUNITI 

S0-'5 

\ ., 
\ 

30-3' ··················~···············~ ········· · 

\ 

5 - g 

0-.1 

AGE 
0 ~I 

I 

9 JA~ 1987 




