-~

R EP ORT RE S UME S

ED 012 664 : RC 001 163
MENTAL RETARDATION--THE PRESENT PROBLEM.
BY- SHAFTER, ALBERT J.
NATIONAL COMMITTEE FOR CHILDREN AND YOUTH

PUB DATE.  SEP 63
EDRS PRICE MF-3$D.25 HC-$0.64 ier.,

DESCRIPTORS- *ATTITUDES, ACTIVITIES, INTELLIGENCE,
*INSTITUTIONS, *MENTAL RETARDATION, MENTAL HEALTH CLINICS,
MENTAL HEALTH PROGRAMS, #*RURAL AREAS, #RESIDENTIAL CENTERS,
RURAL POPULATION, TRANSPORTATION, NATIONAL ASSOCIATION FOR
MENTALLY RETARDED CHILDREN, DISTRICT OF COLUMBIA

MENTAL RETARDATION 1S DEFINED AS A MENTAL DEFECT, NOT A
DISEASE. LEVELS OF SEVERITY IN MENTAL RETARDATION ARE CAUSED
By AM INTERRELATIONSHIP BETWEEN HEREDITY AND ENVIRONMENT. ONE
OF THE MAJOR PROBLEMS CONCERNS THE LONAER 1L I80 EXPECTANCY OF
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ABSTRACT

The problem of mental retardation in rural areas is a vast unknown.
Retardation has become a national ccncern only in the past few years, but
much confusion still exists concerning this subject.

Today there is agreement that the mentally retarded may be classi-
fied into four major categories: profcundly retarded, severely retarded,

moderataly retarded, and the mildly retarded. Moreover, & 14Lith category,
those of borderline intelligence. is of equal concern.

1o

The numbers of mentally retarded varies by surveys, but it is esti~-
mated that approximately two to three per cent of the population is men-
tally retarded. More significant than gross numbers, however, is the
fact that the mentally retarded are living longer than ever before.

The attitudes of rural families toward the mentally retarded child
appear to be changing. In increasing numbers rural families are insti-
tutionalizing their children. On the other hand, other rural families
prefer to keep their child at home but demand local facilities to assist

in his care.

Local facilities for rural families are virtually non-existent. Prob-
jems of transportation for dispersed population and coordination of activ-

- W W —-—

jties must he solved bofore affactive programs can be astablighed.
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While conslderable progress has been made 1n accentxng mental retar-"
dation, some confusion still remains over what is- really meant by mental
retardatlon. .In large part this may be due to changes in the meaning | of
terms among the professlonals. Thus, today rather than- speaklng of EEF mon-

goloid (an, acceptable -term less than two years 8g0J, this ayuurume is  now
called. Downs -Syndrome after Downs, he person who flPSt called the condlo’
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Cla:;;acatzon o; tﬁe confu81on regardlng termlno;ogy and deflnltlons i

>

.,°1=+Aa A0 man+=1 ﬂe?«cuan¢0n is an obvious and necessary starting, poxnt.':
First, what are the differences between the feeblemxnded mental‘def1c1ent,
and mental;y retarded? For all practical parposes “there are noné, "In
_earlier days some, persons were.called feebleminded, but it was decided this
had a ‘Bad connotatlon.e Mental retardatlon and mental deficlency then Wwere
both used, and whlle an attenmt was made to dlfferentlate the two’ ferms, ‘
they are now used 1nterchangeably. l/ deay, hental retardation is useéd
mOSt Often' S .00 - T Lo e “’"-.1‘ ST, R e 1

N K - it . A

. leen thls, the real. questlon is what does 1t mean “when “an ‘individual
is sald to be mentally retarded. - It does not .mean the’ 1rGLVLdLal ig mental~ -
ly il1, although the mentally retarded can Lecome menta‘ly iy, reoover 'from
their iliness and still remain mentally retarded. ~The Ameridan Assdciation

on Mental Deficiency defines retardation.as " . . . mental defect existing

from blrth er ‘rom an early age. (nersons who) are incapable of profiting
= ..Jlnn -nn=:n:a'h'la of rn:n::a'ana +hnmq91ves and ‘H‘lg_'l_r

from Oxu.l.uux_y schooling SRR TE .
affairs with ordinary prudence. 2/ ‘THus’, mental ‘retardation is not &

single -entity or disease but rather a condition of subnormal mental develop-
ment which exists either at birth or early childhood. 3/

Franoh ‘has pointed to the dangers of over Smellflcatlon of the con-’
cept of retardation and reliance on the intelligence quotient as a measure
of retardation. 4/ However, for our purposes, psychometric examinations
plus. uedlcal social, and education evaluation will place the” mentally re-
tarded in one of four large classifications. Here again, problems of”
change in terminology arise.

Orlginally, the most retarded 1nd1v1duals were called 1dlots. These
are individuals who cannot protect themselves from common physical dangers.
They:may have no depth perception and walk off a large height, burn them-
selves, etc. At best they may learn a few simple words but even here, B
+their usage may be incorrect. Later, it was decided that idiot was a bad .

=3z 2mhT =k wan M-xnn-i'aﬂ rathan qn%.rﬂ.tlt' - -

term and tney were Ca.l..l.eu iGw ﬁauca TWiid-wii "ao +e o ve
. After briefly flirtiag with custodial or permanent. care, this categpry
was namedxgrofoundly retarded. : ..« .. 0 ouia o e o e

28

“ -

The lmbeclle, the 1qd1v1dual who will need elther 1nst1tutlonal or
close famlay supervision,. suffered a similar fate. After passxng‘through
the mzddle‘grade stage and the "éducator's trainable classification, ‘this
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category was split, The most involved who could walk i#ad do a few extremely
simple activities are called severely retarded. Those who can avoid common

dangers, carry on a simple conversation, but who must have close supervision
to carry on the affalrs of every day 11V1ng whether at home or in a residen-
tial faclllty, are moderately retarded. S }

< x

I

. The moron, hlgh grade, ‘educable and now mildly retarded individual can
1n ‘most cases Wl th proper trazu;ng, be -a self-support:me 1nd] vidual.  TIt'is
=1 qu‘C ) l.hﬂl. vcz._y feu c'vcr(t‘--"::: 5 :.'v:u.l.ucxue_::"_ f:Cilil. wsSe Ue'f"faiﬁi:y' "“"j?

one “of us meat thcse'people “edch day. ‘It is’a commentary on ‘oud ‘probleis -
that such persons are frequerily not ‘retarded” until they are defined as '
such, . _If .they do not come to the attentisi of a welfare agency or police
dena_tmlufg fhey may ‘1ive out their’ llves withéut being called or regarded

\JSJ* .

y
as nmntallv retardéd-‘ Gene}ally,_t?z type of retardmtlon is: assoclated*WIth
the lower socloeconomlc grdups.,;*“ ;"~‘j- : ‘o S
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Flnally, there is a_fifth 1nterst1t1al group, those: of borderllne 1ntel—
11gence 'who are hetween the_mlldly retarded and the all normal." The great

YK

nmjorlty of these persons aré carable of 1ndependent llVlng.'“ s

Jt“»,,

R s:r_»‘,z

It should be noted that the profoundly and severely retarded generally
have: more physical deformities than the moderately &ind mlldly retarded.
1%13, of‘course, means add1+1onal problems in plann:ng programs for these
people., Table I’ summarlzes the changes whick have: w~ﬂ"rred in thinking'
regardlng the class1f1catlon of mental retardatlon. ) -

T . + s - ;
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" TERMINGLOGY

i _ I. Q. RANGE
Idiot - Low Grade . Lo i , o Less than 20
Profbundly Retarded - 'i o S Less than 20
Imbec:.le - Mlddle Grade Tramable o B 29’ - 49 -
Severely Rétarded ~ . R L ’ © 20 =35 -
Moderately Retarded ~ = '~ ' ' S 36' - 51
Moron = High Grade_7 t‘ducable ‘ 50 - 69
Mlhaly Retarded . | - S ‘ '~ 62 =~ 67
Borderlige ‘\' ' "~ , : o e 68 - 83

[N v

CAUSES_OF RETARDATION ~~ = . S

As noted avove, mental retardation is a condition which describes’ indi-
viduals ranging from those who are completely helpless to those Wwho are ca-
pable of. 1ndependent living. It is obvious then that there are many differ-
ent causes of retardat;on, mnreovez, thete is relatively little agreement
conoernlng causal cla331ficatlon. It has been ewtlmated that there are‘
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hundreds of separate causes of retardation. One of the most comprehensive
reviews of the literature may be found in Clarke and Clarke. 5/

While terminology and theories vary ‘greatly, there appears to be agree-
ment that the causes of retardation may be classified either as an alien or
new character’ of 'a pathological nature not normally found or those who are
"normal" variants from the population and who, through heredity or poor
environment, are retarded, Again, it should be noted there are many vari-
ations of these basie concents. Parentheticaliy, both heredity and environ-

ment may play a part in either classification:
Pathological defects have been classified in five ways by Clarke:

Rare dominant defects, e.g., Huntington's Chorea
Rare recessive defects, €.g.,-Phenylketonuria

- Rare séx-lirnked defects -
Environmental-factors . = = - : .
a. Blastophthonia (germ plasm injuries), x-ray, lead poisoning, etc.
b. “Prenatal influericés on the fetus, e.g.; measles ,
¢, ‘Natal factors; birth injuries:
1 di”‘PoStnatalainfluences,ie.g.,‘meningitis:
5. Defects of obscure origin, e.g., mongolivm 6/

£ WM =

. Many other examples could be given but this list illustrates the point
that two healthy parents may, because of recessive or dominant gene defects,
because of “injury to the germ plasm, the fetus. at birth or shortly there-:
after, have a mentally retarded child.. - o ~ |

~ There is no discernible orpanic cainse for the great majority of persons
who are classified as mentally.retarded. Unless one is prepared.to accept
the either/or proposition that mental retardation is a function of heredity
(retarded parents have retarded children) or environment (1iving conditions
create retardation) explanations grow quite complex, 7/ The present state
of knowledge suggests there is an interrelationship between heredity and
én%irbnment; particularly in the etiology of the mildly retarded individual.
The difficulty comes in weighing the relative importance of each factop.

PREVALENCE AND INCIDENCE

It is somewhat disconcerting to find one of the nation's major health
problems has never been completely identified as to its scope. It is com-
forting to rely on the estimate of the World Health Organization that two
per cent of the population is mentally retarded or the three per cent
estimate of the National Association for Mentally Retarded Children. Never-
theless, many pamphlets still use Penrose's findings that the "feeble-mind-
ed" {moron or mildly retarded) ineclude 2,26 per cent of the popuiation, the
imbeciles 0.24 per cent and the idiot 0.06 per cent with an implication of
complete precision. 8/ - L ’




The fact remains, however, that a number of surveys have been made
which yield a variety of figures for the incidence and prevalence of men-
tal retardation. (The terms are used here in the sense 0! Conner described:
incidence -is the number born each year while prevalence is the total number
of disorders existing in a defined popuiationj. 9/ Moreover, the majority

of the surveys are concerned with the urban or metropolitan areas. It is
truly unfortunate that we know so little about the problems of mental retar-
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Two excellent analyses of :the problems related to defining incidence
and. prevalence have appeared. O'Conner notes three major difficulties in
measuring the extent of the .problem.  They are (1) lack of precise criteria;
(2) unreliability of the instruments of measurement; and (3) historical,
social, and personal variation'which alter the liklihood of classifying indi-
wviduale as retarded. 10/ .The first two points are self-explanatory. The
third again points up The fact that surveys are done by individuals for a -
particular purpose: since these vary, their findings will vary also. .

Gruenberg strikes -a more controversial point for.consideration when he
suggests the 2.0 to 2.2 per cent estimate of retardation may be a function
of certain statistical assumptions:of the test constructors which may have
po basis in reality. 11/ “This, of .course, neither affirms nor denies the

fact that estimation may be either high or low,

"In general, however, most surveys of the problems seem to agree fha;;,
the prevalence of mental retardation is approximately twice as high for. .-
males as females. Second, age fourteen seems to be the age category which
holds the greatest number of mentally retarded. Third, there is little or
no evidence “to support either the-contention that the proportion of the
retarded is decreasing or increasing in.the population. Fourth, there is
no evidence to support the assumption that mental retardation occurs pro- .
portionatelyemcre‘frequently.in either rural or urban areas. This last
point will be diScussed. in detail later,

- Gruenberg offers three alternative hypotheses as to why males outrank
females in frequency of retardation. They are: (1) males are more suscep-
tible to the extrinsic factors or agents which produce retardation, (2)
standards for intellectual development are related to communication skills-
which are more readily learned by females; or (3) damaged females die more
frequently than damaged males. 12/. Another censideration is that parents
may be more willing to institutionalize a boy than a girl. Gruenberg also
suggests  the reason age fourteen is the high mark for retardation is be-
cause older persons lose their identification as mentally retarded and slip

- back into the "mormal" population. - -

Epidemiological surveys and administration of programs are now being
confronted with.a new problem since modern medicine has disrupted actuarial
predictions of life expectancy for the profoundly, severely, and queratély
retarded. Perhaps the best example is the mongoloid ‘who less than twenty
years ago was said to have a life expectancy of nine to fourteen years.
Mongoloids are highly susceptible to upper respiratory infections and early
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deaths commonly occurred because of pneumonia. Antibiotics, however, have
drastically decreased this cause of death. . Actually, at this point, it is
not possible to forecast life expectancy for the mongoloid. Some suggest
that a heart malfunction or an increase in chemical unbalances creating acic
ity may cause death around age forty. This, of course, is speculation but i
is known that the mongoloid is living longer than previously. Newer medical

advances may, prolong "ife to a point where these #n2ividuais will live longe

B el Neoe 3 - —-————e W a9
on the avessge, Than the normal population,

In the final analysis, the fact that the mentally retarded are living
longer has far more significance than whether they compose one, three or
even five per. cent of the .population, Fifteen to 20 years ago residential
facilities for the mentally retarded had no waiting lists, Today, in most
states, children may be found who have beer ‘waiting four to six years for
admiseion, Within their families and communities, children and adults now
sit doing nothing, a burden and drain on their families, Lack of facilities
has prevented these persons from achieving even the minimum they are capable
of, let alone the maximum, A few years ago they would not have been alive.
Yet, our programs today are still based on the fallacious assumption of a
high and eaply mortality rate for the moderately, severely, and profoundly -
retarded. = = o ' - e

" CHANGING RURAL ATTITUDES TOWARD MENTAL RETARDATION

For d number of years there has been a rather pleasant assumption that -

tal retardation was, an urban problem. The "proof" was the fact that urban a
contributed disproportionately large numbers of first admissions to resident
facilities, An investigation indicated the proportion of fi
Gugiil T in the rural-urban populatio:

oo
I ioWa

3} hde
f
(1

-~
admiSsSions waS roughiy the reverse o

+h

w oW

4y wa€ TevVerse O

S b’ x "‘ - . 2w .
"whereas Iowa in 1920 was approximately 80 per cent rural, approximately 80 p

cent of the first admissions wese from urban areas. In 1940 44,6 per cent «
Iowa was urban, but Shafter and Coe found that 68.9 per cent of all first ad.
missions came from these areas. 13/

In a more intensive analysis of Iowa and New York for 1940 and 1950,
Shafter and Kenkel found that while urban areas continued to contribute a
disproportionate share of first admissions to residential facilities for the
mentally retarded, the number was decreasing significantly. 1%/ An exami-
nation of first admissions for 1960 for these two states reveals that the
trend has continued, It would appear that by 1970 or 1980, first admissions
will be approximately proportionately equal for iural and urban areas. There
fore, the "proof" no longer has validity,

The significant increases in numbers of first admissions from rural are:
led Chandler and the writer to begin an investigation to determine why rural
families had decided to apply for imstitutionalization of their child, 15/
Unfortunately, before the study was completed, the investigators left lowa,

Therefore, the findings presented here are suggestive rather than definitive.

ot . . Lt




Brlefly, 35 rural famllles who had applled for 1nst1tut10nallzat10n of
their child were 1nterV1ewed. All children had been classified-éither pro=-
foundly, severely or moderately retarded. Intérviews were open~ended, 'last-
ed several hours, and revolved around the questlon of what had been the de-''
termining factors in their decision to apply for 1nst1tut10nallzat10n of-
their child. It became clear that five sets of factors, often 1nterdepend-
ent, seemed +n be n?ana'l'-l'nc_ No :rH'p'mnf 1;=: mndp hprp +a n'l ar-p 'l"hpm in

their order of importance. o R

Flrst, rarm hou31ng is. changlng, the three—bedroom ranch’ dwelllng throws
the family in contact with each other to a greater extent than ‘ever before.
There no ‘longer is the upstalrs room to hide the "dlfferent"*member of the ‘
famlly. , : .

S R R T

Second 1ncreased.mob111ty has decreased the 1solat10n the farm famlly
cnce experlenced. The automobile brlngs v131tors évery day, and permlts the
farm family to go to town each day if they so desire. The’ retarded child -
can either be. an embarrassment at ‘home or a hlnderance to the famlly S mo-'
bility., Moreover, some wives who. W1shed to work in nearby v111ages and towns
and, because of the mentally retarded child at home, couid not do so. R

Third, farming has become mo.e complex and correspondingly more danger-
TuS ., Mechanlzatlon, mixing feeds, and the other demands placed upon the
farm worker have gone beyond the capabilities of the moderately mentally re-
- -tarded.  The inability of the mentally retarded child to be helpful around
the farm, plus the dangers. involved, make him a llablllty rather than an
asset. In recent years, placement spec1allsts have found it 1ncrea31ngly
dlffncult to find farm employment for- the mlldly retarded. ‘

Fourth, the developnent of dlagnostlc fa0111t1es has made farm, families,
. and. their neighbors, aware that they have a mentally retarded child. ' The
"different" child now becomes a retarded child, once the label has been plac~
ed on him,

Fifth, consolidation of schools with better screening but without spe-
cial education classes has eliminated the mentally retarded child from
community educational facilities. It is ironical. that one room snhool nou~—
ses could and did accomodate the retarded child.

In the flnal analysis, however, it was the conclusion of ‘the 1nvest1- ‘
gators that a basic change had occurred in the attitudes of farm famllles
toward mental retardation. The older notion that the family cared for its
own was being subjected to the same pressures urban families had experlenced
years ago. Mobility, lack of educational opportunities, danger, and econom-
ic usefulness all played a part in changing some rather fundamental values
of the rural family. This, of course, has been compllcated by greater llfe
expectancy for the profoundl' and severely retarded cnlla. o .

In summary, it now appears as though several thlngs are occurrlng 31mul-
taneously to rural families and their mentally retarded children. Rural
families seem to be acquiring urbanized values toward their children which

-6 -




Will be reflected in a greater number of children being institutionalized.
However, with increased knowledge of the causes of retardation, it may be - .
anticipated that most of the rural families who will keep their children

at home, will demand facilities to assist in their care. As sophistication
regarding retardation rises, so will the demands fop special classes, shel=-
tered workshops, day care centers, etc. In the past, requests for facil-
ities for the mentally retarded have come from urban areas. It may be ex-
pected that similar requests will now ecome from rural areae,

PACILITIES FOR THE MENTALLY RETARDED IN RURAL AREAS

A perusal of the literature reveals few facilities located in rural
areas which are designed to serve the mentally retarded in a specific area.
As Rothman has said, "The truly forgotten mentally retarded child is one who
lives in a rural area." 16/ Facilities may be found in rural areas but they
are designed to serve rather wide geographical areas rather than a localized
rural one. For example, the well known Marbridge Ranch in Texas could be
considered to have a rural locale but young men from all parts of the state
are sent there for training. 17/

In urban areas throughout the nation may be found sheltered workshops,
day care and rehabilitation centers, etc., for the mentally retarded. As
yet, few facilities have been established for areas with a dispersed popu-
lation., 18/

The mentally retarded in rural areas are taken to urban areas for diag-
nostic purposes but the distance often eliminates them from the opportunity
cf attending day care centers, sheltered workshops, etc. Once the diagnosis
has been established, most facilities are closed to them,

Kolstoe has reported the establishment of a combined employment train-
ing and evaluation center as well as a sheltered workshop in a sural area.
18/ At one point an attempt was made to provide day services for mentally
retarded persons in the surrounding area. However, problems of tramnsporta-
tion and scheduling led to a modification of this approach so while some
did commute, a dormitory type of living was established.

Shafter and Renzaglia examined the problem of establishing a sheltered
workshop in an area of dispersed population in Illinois. 20/ Although
this survey was concerned with all types of disabilities it was found that
there was a great desire for some type of sheltered workshop for persons
in rural areas. However, problems of transportation and coordination of
activities created a situation which did not lend itself to an easy solu-
tion. Urban areas have a great advantage with public transportation. The
I1linois report recommended that regional centers be established for the
purpose of serving a dispersed population. Within the region, satellite
or sub-regional centers could be established for actual operation while the
regional center would pravide coordination for a variety of oreratisns, In

such a situation, the regional center would provide diagnostic and evaluation
services as welllas coordinates all sub~-regional-activities,




Whether this approach or another is adopted, it is clear that the pre-.
vious experiences of urban areas will provide only suggestions for the fu-
ture development -of facilities for the mentally retarded in rural areas. -
Some paths have been ‘outlined. It is now up to the Nation to decide what
it wants to do for the mentally retarded. 21/
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For example, the Amerlcan Assoclatlon on Mental’ Def1c1ency now- pub-
lishes two .journals, the American Journal on Méntal Def;cmengz.and
Mental Retardation. ~ :
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