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F O R E W O R D 

Between 1974 and 1977, Derek Thomas, Alan Kendall and Hugh F i r t h had the 
opportunity to v i s i t the Eastern Nebraska Community O f f i c e of Retardation. 
Like so many other v i s i t o r s , they were enormously impressed by the commit
ment of ENCOR and i t s workers to b u i l d i n g a comprehensive community 
s e r v i c e f o r a l l c h i l d r e n and a d u l t s from i t s region who are mentally handi
capped, i n c l u d i n g a l l those s t i l l i n B e a t r i c e State I n s t i t u t i o n . The 
d e d i c a t i o n and enthusiasm of ENCOR's workers and the agency's remarkable 
achievements since i t was set up i n 1970 are what t h i s report i s about. 

One of the hallmarks of ENCOR i s that i t does not stand s t i l l . I t s 
s e l f - c r i t i c a l c r e a t i v i t y , i t s openness to new ideas, are s u r e l y 
e s s e n t i a l elements i n i t s success. They are a l s o some of the elements 
which most s t r o n g l y challenge those of us concerned w i t h s e r v i c e s to 
mentally handicapped people i n B r i t a i n , content as we seem to be to j o g 
along, patching up our s e r v i c e s r a t h e r than commiting ourselves to any 
r a d i c a l l y new d i r e c t i o n or b e l i e f in the value of mentally handicapped 
people. 

For t h i s reason, we have t r i e d to show i n t h i s report not j u s t how 
ENCOR i s today, but how i t has a r r i v e d there. Derek Thomas v i s i t e d 
ENCOR i n 1974, w i t h the help of a grant from the King's Fund Centre, and 
wrote the bulk of the r e p o r t . Alan Kendall added h i s own impressions of 
the s e r v i c e from v i s i t s i n 1975 and 1977. F i n a l l y , Hugh F i r t h undertook 
the task of b r i n g i n g the m a t e r i a l up to date as f a r as June 1977. 

In an i d e a l world, a l l those concerned w i t h planning and running s e r v i c e s 
f o r mentally handicapped people would be able to go to Nebraska and see 
f o r themselves how ENCOR has changed since then - f o r there w i l l almost 
c e r t a i n l y be some new i n i t i a t i v e s towards the goal of enabling a l l 
mentally handicapped people to l i v e as normally as they can in t h e i r own 
home community. I t i s hard to convey on paper the enthusiasm, deter
mination and commitment which ENCOR workers, parents and f r i e n d s b r i n g to 
t h e i r task. CMH hopes that something of t h i s comes across to readers 
and that they too begin to b e l i e v e that if you want to b u i l d something 
badly enough, i t w i l l get b u i l t . 



EASTERN NEBRASKA COMMUNITY OFFICE OF RETARDATION (ENCOR) IN 1977 

CMH would l i k e to express i t s g r a t i t u d e to the s t a f f of ENCOR f o r pat i e n t 
and w i l l i n g help in compiling f i g u r e s used here and elsewhere in t h i s r e p o r t . 



ENCOR - A Way Ahead 

INTRODUCTION 
In Eastern Nebraska, USA, those concerned with the d i g n i t y , welfare and 
development of mentally handicapped c i t i z e n s and t h e i r f a m i l i e s are w e l l 
on the way to achieving a goal which we in the United Kingdom have not yet 
been prepared to set ourselves. The goal is to serve mentally handicapped 
people of a l l ages and degrees of d i s a b i l i t y i n t h e i r own home community. 
The agency charged with p r o v i d i n g t h i s s e r v i c e is the Eastern Nebraska 
Community O f f i c e of Retardation (ENCOR), which s t a r t e d in 1970 and is based 
i n Omaha, the l a r g e s t c i t y i n the State. Already, ENCOR i s w e l l on i t s 
way to achieving i t s o b j e c t i v e . Within seven years of i t s i n c e p t i o n , 
259 of the c h i l d r e n and a d u l t s from Eastern Nebraska l i v i n g in the State 
i n s t i t u t i o n had been able to return to t h e i r home communities. By 1974, 
community s e r v i c e s were s u f f i c i e n t l y developed v i r t u a l l y to avoid ad
missions or re-admissions to the i n s t i t u t i o n ; only about 15 people have 
been admitted from the ENCOR area since 1973. To make t h i s p o s s i b l e , ENCOR 
has developed a range of f a m i l y support, accommodation, developmental, 
work and t r a i n i n g programmes which, together w i t h generic s e r v i c e s , is 
able to meet the needs of i t s mentally handicapped c i t i z e n s , however d i s 
abled they are. While it has not been p o s s i b l e , because of f i n a n c i a l 
c o n s t r a i n t s , to maintain the spectacular r a t e of discharge from the 
i n s t i t u t i o n - there are s t i l l nearly 300 people from the ENCOR area 
l i v i n g i n the Beat r i c e State Developmental Centre - ENCOR i s s t i l l s erving 
some 900 c l i e n t s . 

Between 1974 and 1977, a l l three of us had the opportunity to v i s i t Eastern 
Nebraska to gain f i r s t - h a n d knowledge of ENCOR's e x c i t i n g and innovati v e 
programmes. The purpose of t h i s report i s to share some of our 
experiences. ENCOR has now been operating f o r over seven years; i t i s 
no longer an " i d e a " , untested by experience. It has been p r o v i d i n g f a r 
more f l e x i b l e , c l i e n t - c e n t r e d and comprehensive s e r v i c e s than any i n t h i s 
country f o r longer than the White Paper "Better Services f o r the Mentally 
Handicapped" has been published. It continues to provide them in s p i t e 
of a severe f i n a n c i a l c r i s i s i n 1975/6. 
Those of us who are concerned with s e r v i c e s f o r mentally handicapped people 
in B r i t a i n should now be examining c l o s e l y the p r i n c i p l e s , o b j e c t i v e s and 
o r g a n i s a t i o n a l s t r a t e g y o u t l i n e d i n "Better Services f o r the Mentally Handi
capped". 1 Our present economic d i f f i c u l t i e s , instead of being a source 
of f r u s t r a t i o n and despair to those of us who are committed to developing 
a l t e r n a t i v e systems of care, may provide us w i t h a breathing space and a 
v i t a l opportunity to r e t h i n k . In the 1960s, we looked to the Scandinavian 
c o u n t r i e s f o r new ideas. In the 1970s, much could be gained by c a r e f u l 
examination of developments in c e r t a i n p a r t s of the United States and 
Canada. We have much to l e a r n , not only about the p r i n c i p l e of normal
i s a t i o n in the design of s e r v i c e s f o r handicapped people, but a l s o about 
the dynamics of change i n human s e r v i c e s . 

The Beginnings 
Nebraska is a mid-Western s t a t e , w i t h a r e p u t a t i o n f o r conservatism: it 
has been c a l l e d ":a hotbed of r e p u b l i c a n r e a c t i o n a r i e s " . I t s t o t a l 
population of 1.5 m i l l i o n i s l a r g e l y r u r a l ; some 400,000 people l i v e i n 
and around Omaha. Why should Nebraska have become the home of such a 
comprehensive and c r e a t i v e s e r v i c e f o r mentally handicapped people? More 
important, how was such a system s t a r t e d and brought to i t s present state 
of development w i t h i n such a short time? 



B e a t r i c e State Home, the State's one major i n s t i t u t i o n f o r mentally handi
capped people, was i t s e l f a necessary but not s u f f i c i e n t c o n d i t i o n . 
S i t u a t e d over 100 miles from Omaha, i n 1968 B e a t r i c e accommodated over 
2,300 r e s i d e n t s i n deplorable, overcrowded p h y s i c a l c o n d i t i o n s . O f f i c i a l 
r e p o r t s 2 3 4 and subsequent press coverage were to emphasise that t h i s 
form of r e s t r i c t i v e and savage i n s t i t u t i o n a l care was a r c h a i c , immoral and 
w a s t e f u l . A l l three of these e v a l u a t i o n s were to have an impact. The 
average costs per r e s i d e n t were, in 1968, j u s t over h a l f the n a t i o n a l 
average and l e s s than o n e - t h i r d of the costs i n some of the " b e t t e r 
i n s t i t u t i o n s " in the USA. Despite the c o n d i t i o n s at B e a t r i c e , however, 
i t seems u n l i k e l y that s i g n i f i c a n t changes would have occurred i n 
Nebraska's system of care f o r mentally handicapped people, but f o r three 
other f a c t o r s . 
The f i r s t was the existence of an angry pressure group - the parents. They 
were j o i n e d together in a state-wide a s s o c i a t i o n (the Nebraska State 
A s s o c i a t i o n f o r Retarded C h i l d r e n ) * as w e l l as l o c a l groups. The Greater 
Omaha A s s o c i a t i o n f o r Retarded C h i l d r e n * (GOARC) became p a r t i c u l a r l y 
important: i t s members are drawn from Douglas County, where Omaha i s 
s i t u a t e d . 
The second f a c t o r was the l o c a l presence of a number of i n t e l l i g e n t , 
a r t i c u l a t e and concerned p r o f e s s i o n a l s with an i n t e r n a t i o n a l p e r s p e c t i v e 
and involvement in planning at a n a t i o n a l l e v e l . This group included 
Frank Menolascino,Associate P r o f e s s o r at Nebraska's P s y c h i a t r i c I n s t i t u t e , 
Wolf Wolfensberger, Research P s y c h o l o g i s t in the same Department, Robert 
Kugel, D i r e c t o r of the Growth and Development I n s t i t u t e at the U n i v e r s i t y 
of Nebraska, and a l s o a member of the President's Committee on Mental 
Re t a r d a t i o n , Richard M e i l e , Associate Professor of Sociology (and a l s o the 
parent of a retarded c h i l d ) , and George Thomas, D i r e c t o r of the State 
D i v i s i o n on Mental Retardation. U n l i k e many of the i n t e r e s t e d pro
f e s s i o n a l workers i n B r i t a i n , none of these had any vested p r o f e s s i o n a l 
i n t e r e s t in defending and maintaining large i n s t i t u t i o n s . 
The t h i r d f a c t o r was a mutual concern f o r mentally retarded people and a 
r e c o g n i t i o n that the only way s i g n i f i c a n t change could come was through 
j o i n t a c t i o n of parents and p r o f e s s i o n a l s . Without each other, n e i t h e r 
group could have achieved i t s purpose. 
This j o i n t a c t i o n had a number of c l o s e l y r e l a t e d outcomes. The f i r s t 
was two comprehensive planning r e p o r t s . One of these was the work of 
the C i t i z e n s ' Study Committee on Mental Retardation, which had been 
e s t a b l i s h e d by the State Government in 1967 at the request of the Nebraska 
A s s o c i a t i o n f o r Retarded C h i l d r e n . O r i g i n a l l y , i t s b r i e f had been t o 
evaluate and report on c o n d i t i o n s in Nebraska's State I n s t i t u t i o n s , but 
t h i s b r i e f was extended when i t became evident that the problem of the 
large i n s t i t u t i o n could only be solved in the context of a complete r e 
a p p r a i s a l of a l l s e r v i c e s throughout the State. The Committee worked 
through an extensive survey, w r i t t e n submissions, which it i n v i t e d , and 
p u b l i c hearings. The r e s u l t was a three-volume r e p o r t , published in 
J u l y 1968. This provided a d e t a i l e d and r a d i c a l plan f o r new s e r v i c e s 
f o r mentally handicapped people. 
The Committee based i t s work on f i v e p r i n c i p l e s , which in the context of 
the time at which they were drawn up give an i n d i c a t i o n of the f a r 
sightedness o f i t s approach. 3 

"1. No matter how handicapped, a retarded person or i n s t i t u t i o n r e s i d e n t 
i s not an animal, vegetable or o b j e c t , but a human being and a c i t i z e n , 
deserving of respect and i n possession of c e r t a i n human, l e g a l and 
s o c i a l r i g h t s . As much as p o s s i b l e , retarded persons, whether 



i n s t i t u t i o n a l i s e d or not, should be t r e a t e d as ordinary persons of 
t h e i r age are trea t e d i n the community. Every e f f o r t should be made 
to "normalise" r e t a r d a t e s , that i s , t o d i m i n i s h those aspects t h a t 
d i f f e r e n t i a t e a r e t a r d a t e from a t y p i c a l c i t i z e n of comparable age. 

2. There should be maximal c o n t i n u i t y of contact and atmosphere between 
a l l phases o f s e r v i c e agency ( i n c l u d i n g i n s t i t u t i o n ) f u n c t i o n i n g and 
the community. 

3. C o n t i n u i t y of contact between a r e t a r d a t e and h i s f a m i l y should be 
maximal, l i m i t e d only by l i b e r a l l y i n t e r p r e t e d c o n s i d e r a t i o n s f o r the 
welfare of the r e t a r d a t e , h i s f a m i l y and the agency (for example, 
i n s t i t u t i o n ) serving them. 

4. Service agencies ( i n c l u d i n g i n s t i t u t i o n s ) should provide an environ
ment conducive to t h e i r c l i e n t s ' p h y s i c a l , i n t e l l e c t u a l , s o c i a l and 
emotional well-being and growth, with s p e c i a l emphasis on the develop
ment, welfare and happiness of c h i l d r e n . 

5. Each retarded person, p a r t i c u l a r l y if he r e s i d e s in an i n s t i t u t i o n , 
should have a s p e c i a l r e l a t i o n s h i p to a competent i n d i v i d u a l c i t i z e n 
who w i l l act as h i s personal advocate, v i g o r o u s l y representing h i s 
i n t e r e s t s and safeguarding h i s w e l f a r e . " 

(The term 'retardate' has s i n c e , of course, passed out of usage a l t o g e t h e r ) . 
The second planning report was produced by GOARC, f o r Douglas County. This 
plan, " s t r u c t u r e d so as to be c o n s i s t e n t " with the state-wide r e p o r t , was 
informed by a common philosophy, based on n o r m a l i s a t i o n . The consistency 
of these two reports was to have a d e c i s i v e compounding i n f l u e n c e , and was 
assured by the f a c t that f o u r people were on both committees. 
What was s p e c i a l about these r e p o r t s other than t h e i r consistency? There 
had been others i n Nebraska which, l i k e many i n B r i t a i n , had evoked only 
mild i n t e r e s t or i n d i f f e r e n c e and had f a i l e d to be implemented. The 
f o l l o w i n g f a c t o r s seem to have made the 1968 r e p o r t s s p e c i a l : 

The r e p o r t s had a well-thought out philosophy, informed by 
Scandinavian t h i n k i n g , adapted and f u r t h e r developed to apply to 
the l o c a l s i t u a t i o n . They demanded normal c i t i z e n s ' r i g h t s f o r 
mentally handicapped people. 
They had extensive data on c l i e n t s , s e r v i c e s and c o s t s . They 
focused on the vast f i n a n c i a l cost of p r o v i d i n g i n a p p r o p r i a t e 
s e r v i c e s to mentally handicapped people and t h e i r f a m i l i e s and 
emphasised t h a t , given the opportunity, mentally retarded c h i l d r e n 
could grow i n t o a d u l t s who could c o n t r i b u t e to s o c i e t y . 
They s p e c i f i e d l e g a l and o r g a n i s a t i o n a l changes, and the major 
elements of a comprehensive programme of s e r v i c e s . In p a r t i c u l a r , 
the establishment of a s i n g l e agency to serve a l l mentally 
handicapped c l i e n t s was to prove d e c i s i v e , as was the s e t t i n g of 
s p e c i f i c t a r g e t s f o r the sh o r t , medium and long term. 
F i n a l l y , the way the reports were produced and p u b l i c i s e d , coupled 
with t h e i r c r e a t i v e content, made f o r t h e i r success. 

(5, 6) 
Wolfensberger has examined the determinants of success i n some d e t a i l . 
Those appointed to the Committees were s e l e c t e d f o r t h e i r planning a b i l i t y 
r a t h e r than because they represented a p a r t i c u l a r agency, or because they 
held powerful p o s i t i o n s w i t h i n e x i s t i n g s e r v i c e systems. The strong 
involvement of academics who had nothing to lose by a change in these 
systems i s an important i l l u s t r a t i o n of the p r i n c i p l e . Consumers were 
represented on the Committees and were charged with much of the data 
c o l l e c t i o n and report w r i t i n g , as w e l l as with p u b l i c i s i n g the reports and 



g a i n i n g widespread acceptance; f o r them. The planning was conducted 
simultaneously on several l e v e l s . And f i n a l l y , the Committees, s l i g h t l y 
enlarged, were charged with implementation a f t e r the p u b l i c a t i o n of the 
re p o r t s ; t h i s ensured c o n t i n u i t y and d r i v e . 
When the report of the C i t i z e n s ' Study Committee was accepted i n 1968, the 
planning group s t a r t e d to work on implementation. The help of a 
sympathetic professor of law was e n l i s t e d and 14 b i l l s were placed before 
the State Government. Some of these aimed at immediate improvement i n 
care w i t h i n the State i n s t i t u t i o n : these included measures to introduce 
mandatory p e r i o d i c i n s p e c t i o n by the State Department of Health, higher 
and uniform pay s c a l e s , job e v a l u a t i o n and s t a f f t r a i n i n g programmes. 
Others were designed to a b o l i s h mandatory s t e r i l i s a t i o n review and the 
p o s s i b i l i t y of compulsory s t e r i l i s a t i o n as a p r e - c o n d i t i o n f o r discharge 
from the i n s t i t u t i o n . Other b i l l s were designed to help the development 
of a l t e r n a t i v e community-based programmes. Nearly a l l these b i l l s evoked 
considerable controversy. However, i n t e n s i v e lobbying of Senators, 
together w i t h a great deal of p u b l i c i t y through t e l e v i s i o n , r a d i o and news
papers ensured that a l l 14 were s u c c e s s f u l l y c a r r i e d . I t was these b i l l s 
which provided the framework f o r the development of a wide v a r i e t y of 
community-based programmes throughout Nebraska. 

In p a r t i c u l a r , the State plan and the new Acts encouraged the Douglas 
County A u t h o r i t y to accept GOARC's plan and to make a commitment to s e r v i n g 
a l l i t s mentally handicapped c i t i z e n s w i t h i n the community. In 1968 and 
1969 the a u t h o r i t y provided funds to enable GOARC to e s t a b l i s h c e r t a i n 
p i l o t demonstration p r o j e c t s . I n 1970, i t persuaded four a d j o i n i n g 
counties to j o i n with i t to e s t a b l i s h the Eastern Nebraska Community O f f i c e 
of Retardation. 

THE GROWTH AND DEVELOPMENT OF ENCOR 
Charting ENCOR's success i s not an easy task. I t i s the st o r y of continuous 
progress and change. It is a l s o the story of how an o r g a n i s a t i o n w i t h a 
b a s i c a l l y sound foundation can adapt r a p i d l y to new challenges. 
ENCOR provides s e r v i c e s to f i v e counties of Nebraska, with a t o t a l population 
of 569,600. It i n c l u d e s both urban and extensive r u r a l areas, with the 
c i t y of Omaha which i s i n Douglas County and 4 r u r a l c o u n t i e s . The 
boundaries of ENCOR's area l i e about 50 miles from Omaha. 
Since the s e r v i c e was set up i n 1970, there have been some r e o r g a n i s a t i o n s 
w i t h i n i t . There are now f o u r main d i v i s i o n s : Educational S e r v i c e s , 
Vocational S e r v i c e s , R e s i d e n t i a l S e r v i c e s , and Family Guidance. There are 
in a d d i t i o n a Planning Department, a P u b l i c Education Department, a s t a f f 
development team r e s p o n s i b l e f o r s t a f f t r a i n i n g , and a " t r a n s d i s c i p l i n a r y " 
p r o f e s s i o n a l team, which serves the four main d i v i s i o n s . 

Educational and V o c a t i o n a l Services 
GOARC, i n i t s i n i t i a l p i l o t p r o j e c t i n 1968/9, and indeed before t h i s , had 
followed the common patter n of many parents' groups, i n both the USA and 
B r i t a i n , by concentrating on educational and v o c a t i o n a l s e r v i c e s . This 
i s understandable, as many parents wish t h e i r c h i l d r e n to l i v e at home and 
have found them denied o p p o r t u n i t i e s f o r education or work. In Nebraska, 
c h i l d r e n with a severe degree of mental handicap were denied education 
u n t i l 1973, when a State "Right to Education" B i l l was passed. Now, a l l 
c h i l d r e n , i n c l u d i n g the most severely handicapped, have access to education 
w i t h i n the normal State system. 



When GOARC handed over i t s p i l o t p r o j e c t s to ENCOR, i t had e s t a b l i s h e d one 
"developmental centre" ( s p e c i a l school) in a rented church basement. 
By 1973, ENCOR was serving 225 c h i l d r e n , aged between 2 and 12, i n s i x 
s p e c i a l schools. Since then it has concentrated on moving c h i l d r e n i n t o 
the normal State school system, in s p e c i a l c l a s s e s in ordinary schools. 
pre-school education 
By 1974, w i t h i n two years of the s t a r t of the i n t e g r a t e d pre-school pro
gramme, 56 c h i l d r e n f o r whom ENCOR was res p o n s i b l e were i n i n t e g r a t e d pre-
schools. By 1976, t h i s number had r i s e n to over 100, d i s t r i b u t e d among 
nearly 20 creches and n u r s e r i e s , and almost a l l l i v i n g at home wi t h t h e i r 
parents. In a d d i t i o n , ENCOR runs i t s own pre-school day care programmes: 
in 1977, there were 9 of these, c a t e r i n g f o r 60 c h i l d r e n between two and 
f i v e , as w e l l as 11 c h i l d r e n r e c e i v i n g "home t r a i n i n g " . 
In one school visited, there were 45 children, nine of whom were handicapped. 
The staff consisted of the Director, 5 pre-school teachers and two per
manently attached ENCOR teachers: each of these had special responsibility 
for four or five handicapped children, with whom they ran individualisted 
language, self-care and other developmental programmes. Most of the 
children's time, however, was spent in a c t i v i t i e s with the non-handicapped 
children. The physical environment was excellent, the school was amply 
provided with toys and equipment and the programmes were similar to those 
one would see in a pre-school in this country. ENCOR children seemed well 
integrated, as did staff, although there did seem to be a degree of under-
staffing. In all, the programme was Very impressive. 

ENCOR i s encouraging two types of i n t e g r a t i o n at the pre-school l e v e l . The 
programme described above is a "cooperative" playgroup or nursery, where 
the handicapped c h i l d r e n are in a group supervised by ENCOR-paid s t a f f and 
spend only part of t h e i r day with other c h i l d r e n . There are a l s o com
p l e t e l y i n t e g r a t e d playgroups and n u r s e r i e s , where the handicapped c h i l d r e n 
do not form a s p e c i a l group, and spend t h e i r whole day with the other 
c h i l d r e n . In these programmes, there is normally one ENCOR-paid and 
s p e c i a l l y t r a i n e d member of s t a f f ; he or she, however, works w i t h a l l the 
c h i l d r e n and not j u s t the handicapped ones. 
Primary and Secondary Education 
Each year since 1973, up to 60 mentally handicapped p u p i l s have moved out 
of ENCOR's s p e c i a l schools i n t o the r e g u l a r State school system. By the 
end of 1976, when 57 c h i l d r e n moved out, a l l s i x of ENCOR's own schools 
had clo s e d ; a l l the p u p i l s had moved i n t o the r e g u l a r system, except f o r 
f i v e s t i l l i n an ENCOR u n i t . 
This i n c l u d e s the c h i l d r e n s a i d to be most " d i f f i c u l t " . One of us (AK) 
v i s i t e d a " t r a n s i t i o n a l " u n i t f o r such c h i l d r e n i n 1975; a l l are now i n 
s p e c i a l c l a s s e s i n ordinary schools: 
A group of about 12 children, aged between 7 and 16, who had lived either 
at home or in the State institution, were said to show such emotional or 
medical difficulties that they could not be accommodated within an 
ordinary school. These children were reckoned by ENCOR to be the most 
difficult on their books, and the agency had at f i r s t provided a special, 
separate unit for them. It then, however, decided that these children 
too had the right to receive education in a normal school setting, and so 
it found a high school which agreed to rent it a classroom, and ENCOR 
provided a l l the staff. 

By the time of my visit, this special class had been going for Just three 
months. Its integration into the "host" school had been a major 



achievement. The other children in the school had proved extremely 
supportive to the ENCOR children; these children had already made con
siderable progress. The success of the venture can be measured by the fact 
that they are now all dispersed into special classes within ordinary schools. 

This push towards i n t e g r a t i o n has not been achieved without d i f f i c u l t y . To 
increase acceptance and to maintain the q u a l i t y of educational programmes, 
ENCOR teachers have provided advice and support to the ordinary schools; 
they have a l s o sometimes moved i n t o the schools themselves to provide extra 
resources. Some " s p e c i a l " teachers admitted that the teachers of the 
"normal" c h i l d r e n had objected both to them and to the presence of the 
handicapped c h i l d r e n . The " s p e c i a l " teachers had sometimes found it hard 
to maintain the q u a l i t y of teaching programmes, because they f e l t they 
lacked o p p o r t u n i t i e s to exchange ideas with the "normal" teachers. They 
admitted, however, that these were s t i l l e a r l y days. 
S p e c i a l Educational Units f o r Adolescents 
The h i s t o r y of these i l l u s t r a t e s the success of ENCOR's approach. They 
were set up at a time when there were no i n t e g r a t e d f a c i l i t i e s f o r these 
young people, but, thanks to ENCOR's own a c t i v i t i e s i n changing educational 
p o l i c y at State l e v e l , they were soon l a r g e l y superceded by more int e g r a t e d 
arrangements. 
The two s p e c i a l u n i t s s t a r t e d in 1973, f o r adolescents aged between 12 and 
18 who were excluded from the State schools because of the extent of t h e i r 
handicap. A year l a t e r , there were 50 young people i n t h i s programme and 
a number had managed to move s u c c e s s f u l l y i n t o the State schools. While 
some of those at the centres would have been described as ESN i n B r i t a i n , 
others would c l e a r l y have been categorised as ESN(S). 
One of us (DT) v i s i t e d one centre in 1974: 
The staff consisted of a Director, a trained teacher with psychology degree, 
four teachers and four assistants. This provided effective staffing ratios 
of 1:3. A speech therapist and physiotherapist provided extra help. The 
programme operated for five days a week, between 8.30 am and 3 pm. Most 
of the students were living at home, but a few were in ENCOR residences. 
The main problem, apart from rather limited classroom space, was a lack of 
age-appropriate educational materials - a problem we share in this country. 
The main focus of the curriculum was on language, motor development and 
group interaction, as well as on self-care for those who needed to learn 
these skills. At the age of 17 or 18, these young adults were gradually 
introduced into the vocational centres. 

Two years l a t e r , ENCOR was r e s p o n s i b l e f o r only 5 of these 50 students. 
These f i v e too, should soon be served w i t h i n the normal school system; 
ENCOR planned to c l o s e the u n i t they now attend at the end of 1977. Even 
though c o n d i t i o n s w i t h i n the ordinary schools may not be i d e a l , these 
young people w i l l have the advantages of being i n a s p e c i a l c l a s s , with 
s p e c i a l teachers, as w e l l as those of being in a r e g u l a r school b u i l d i n g . 
Their "normal" peers w i l l c l e a r l y b e n e f i t from t h e i r presence a s w e l l . 

The low c o s t - e f f e c t i v e n e s s of Nebraska's i n s t i t u t i o n - b a s e d programmes f o r 
mentally handicapped people had been emphasised in the 1968 a n a l y s i s . In 
p a r t i c u l a r , it was argued that c u s t o d i a l approaches not only denied handi
capped a d u l t s the opportunity to enjoy work as a normative experience, but 
also deprived the State of economically productive manpower. Many handi
capped people, it was argued, were p o t e n t i a l taxpayers r a t h e r than tax-
t a k e r s , and handicapped a d u l t s could at l e a s t o f f s e t some of the costs of 
s e r v i c e s . So the development of I n d u s t r i a l T r a i n i n g Centres was seen as 



a high p r i o r i t y by ENCOR. By 1974, there were f i v e such c e n t r e s , very 
s i m i l a r to Adult T r a i n i n g Centres i n B r i t a i n . By 1977, there were fo u r 
Centres, serving a t o t a l of 217 workers, and one advanced t r a i n i n g centre, 
North East I n d u s t r i e s , serving 42. 
I n i t i a l l y , the emphasis i n these centres had been on f u r t h e r " s o c i a l 
education", i n v o l v i n g classwork and v i s i t s to the community; work occupied 
only a pa r t of the d a i l y programme. This had proved very s t a f f - i n t e n s i v e 
and exhausting f o r the teachers, so it was decided to switch the primary 
focus of the programme to w o r k - t r a i n i n g , using work subcontracted by l o c a l 
i n d u s t r y . These work programmes, l i k e the majo r i t y i n B r i t a i n , occupied 
the mentally handicapped person's day r a t h e r than preparing him or her f o r 
open employment. Now, however, there are some important d i f f e r e n c e s from 
our own ATCS. The aim i s to provide an i n i t i a l period of work t r a i n i n g 
and evaluation which can l a s t up to 18 months, and which concentrates on 
developing work habits and motivation together w i t h j o b - r e l a t e d behaviours 
- how to apply f o r a j o b , succeed in an i n t e r v i e w , and so on. A f t e r t h i s 
p e r i o d , the handicapped people e i t h e r j o i n a work programme w i t h i n the 
Centre, or move on to more independent programmes. These i n c l u d e an 
advanced t r a i n i n g centre, North East I n d u s t r i e s , h a l f a dozen work 
s t a t i o n s (see below) and, f o r the most able, a short job placement course. 

There i s a great deal of f l e x i b i l i t y f o r the i n d i v i d u a l c l i e n t w i t h i n t h i s 
system. Over a quarter of those at one t r a i n i n g centre moved on to North 
East I n d u s t r i e s i n 1976/7. Since t h i s programme s t a r t e d , i n 1975/6, more 
than h a l f i t s c l i e n t s have moved on to work s t a t i o n s - about one i n 10 of 
them r e t u r n i n g because the placement was unsuitable and others while 
temporary problems were sorted out. 
These are the impressions of one of us (AK) of a v i s i t to an I n d u s t r i a l 
T r a i n i n g Centre: As with other aspects of the ENCOR programme, I was 
impressed with the individualised approach to people attending the centre. 
For example, I saw one young man who had a member of staff sitting with 
him throughout the time I was there. This young man had been attending 
the centre for 12 months and because of his aggressive behaviour, had to 
have a member of staff with him the entire time. During this period, 
his behaviour has become more controlled and he is able to carry out part 
of one of the work processes. When I expressed some surprise at the 
amount of individual attention this young man received, I was told that 
in the past two years the centre had had three others who had needed - and 
received - as much. In time, this had paid off: they are now able to 
cope with a f u l l day in the centre without constant attention. This was 
particularly impressive, for I saw people at this centre who would be 
unlikely to be accepted in an ATC in Britain, because of the degree of 
their handicap. I got the very firm impression from staff that they 
regarded the unit very much as a training establishment, where they trained 
their work people to be able to cope in a more normal work environment. 

By 1971/2, ENCOR had r e a l i s e d that progress i n t o open employment was slow 
and that the demand f o r Centre places was soon l i k e l y to o u t s t r i p t h e i r 
c a p a c i t y to provide. In an e f f o r t to a n t i c i p a t e t h i s problem, and to 
provide more normal work experience, ENCOR began to develop "work s t a t i o n s " 
w i t h i n i n d u s t r y . 
This i n v o l v e s p l a c i n g a group of handicapped workers w i t h t h e i r own 
i n s t r u c t o r in manufacturing or s e r v i c e i n d u s t r i e s . Payment f o r the group 
as a whole i s negotiated w i t h the f i r m and ENCOR i n turn pay t h e i r c l i e n t s 
according to t h e i r productive a b i l i t y . The f i r s t work s t a t i o n involved 
ten handicapped workers i n a s h o p - f i x t u r e manufacturing company, the next 



involved p l a c i n g a team of eight women as cleaners i n a Holiday Inn. 
At one work station visited, at a large general hospital, a group of men 
and women were operating, in several shifts, a dishwashing machine. The 
work was arduous and, because of its seven day a week nature, very 
demanding for the supervisor of the group. But the group seemed well 
integrated as part of the kitchen staff. In a metal plate factory, a 
team of men were engaged in cleaning and stripping work. One of this 
group had moved on to j o i n the main work force; he was paid the f u l l 
rate for the job and had become an active member of the trade union. 

By 1975, some 75 people were employed i n work s t a t i o n s and between 1970 
and 1975, nearly 100 people had moved through to competitive employment 
and generic j o b - t r a i n i n g schemes. In 1977, there were f i v e work s t a t i o n s , 
employing 73 people. Of these, a t o t a l of 33 were i n two work s t a t i o n s 
at the s h o p - f i x t u r e manufacturing company. 
Trends in v o c a t i o n a l s e r v i c e s 
The number of ENCOR c l i e n t s who have been able to f i n d open employment 
has r e c e n t l y been dropping. In the present economic c l i m a t e , it is 
proving harder f o r anyone to f i n d jobs. ENCOR's work placement s e r v i c e 
(which i n c l u d e s job readiness t r a i n i n g , job c o u n s e l l i n g , placement and 
follow-up) was only able to f i n d jobs f o r 40% of c l i e n t s served in 1975/6, 
compared to 100% in previous years - nearly two-thirds of them in the 
restaurant and hotel trade or l a u n d r i e s . Nevertheless, 31 people moved 
from ENCOR's own s e r v i c e s to open employment during 1976, and i t was able 
to f i n d jobs f o r another 45 people who came to i t from other sources. 
The second reason why fewer c l i e n t s are being found jobs on the open market 
i s f a m i l i a r to most of us i n t h i s country who have s t a r t e d to help people 
move from r e s t r i c t i v e i n s t i t u t i o n a l s e t t i n g s to more normal ones. 
I n i t i a l l y , many able people move q u i c k l y i n t o ordinary accommodation and/ 
or jobs. But g r a d u a l l y , the c l i e n t s served are more handicapped and i t 
becomes p r o g r e s s i v e l y more d i f f i c u l t to enable them to move on. The 
s i t u a t i o n can only become harder f o r ENCOR as time goes on, i f i t continues 
to depend on a step by step progress from t r a i n i n g centre to North East 
I n d u s t r i e s to work s t a t i o n . This problem arose f o r ENCOR's r e s i d e n t i a l 
s e r v i c e s some years ago and there - as we s h a l l see - i t replaced the step 
by step system by one which moved people s t r a i g h t to the " l e a s t r e s t r i c t i v e 
environment", w i t h a great deal of s t a f f support if they needed t h i s . In 
ENCOR's v o c a t i o n a l s e r v i c e s , s t a f f are j u s t beginning to t a c k l e the 
p a r a l l e l problems and may adopt a p a r a l l e l s o l u t i o n : to move even 
extremely handicapped people s t r a i g h t to work s t a t i o n s or open employment, 
p r o v i d i n g the s t a f f to support them in t h i s environment. Whatever 
s o l u t i o n i s adopted, i t i s a s l i k e l y t o b e a s c r e a t i v e a s that t o other 
problems ENCOR has encountered i n the past. 

Other v o c a t i o n a l programmes 
The v o c a t i o n a l placement s e r v i c e , besides i n c l u d i n g placement s e r v i c e s and 
job c o u n s e l l i n g f o l l o w s up each " e x - c l i e n t " r o u t i n e l y f o r three months. 
Evening meetings are a l s o held f o r working people to d i s c u s s t h e i r 
experiences. Job readiness t r a i n i n g covers the types of jobs a v a i l a b l e , 
why people work and the s k i l l s needed f o r job-hunting, making a p p l i c a t i o n s 
and coping with i n t e r v i e w s . 
These programmes were augmented i n 1974 by a s o c i a l t r a i n i n g scheme and 
evening education. The f i r s t i nvolved resource i n s t r u c t o r s who were 
responsible f o r i n t e n s i v e short-term programmes to improve s o c i a l and 
personal s k i l l s . The evening education programmes were a l s o run by ENCOR 
s t a f f , using community f a c i l i t i e s whenever p o s s i b l e ; here the emphasis was 



on academic s k i l l s . Both these s e r v i c e s f e l l v i c t i m to the f i n a n c i a l 
cuts and have been stopped a l t o g e t h e r . 
R e s i d e n t i a l S e r v i c e s : accommodation f o r mentally handicapped people 
It is perhaps in i t s attempts to c o n c e p t u a l i s e , develop and organise 
accommodation that ENCOR has shown most c r e a t i v i t y . F r u s t r a t i o n at what 
the agency saw as slow progress towards t h e i r personal and p u b l i c goal of 
enabling a l l Eastern Nebraska's mentally handicapped c i t i z e n s t o continue 
to l i v e w i t h i n t h e i r home communities has led to inventiveness and a return 
t o basic p r i n c i p l e s . 
Hostels 
The planning r e p o r t s had o u t l i n e d a system of small r e s i d e n t i a l u n i t s 
designed to meet the needs of p a r t i c u l a r groups. I t had been recognised 
from the outset that small was b e a u t i f u l if i n t e g r a t i o n i n t o the 
community was to be achieved. Most of these u n i t s could be described 
as small "homes" or " h o s t e l s " , and the i n t e n t i o n was to use e x i s t i n g 
housing wherever p o s s i b l e . The u n i t s included group homes f o r up to s i x 
pre-school c h i l d r e n ; s i m i l a r homes were proposed f o r c h i l d r e n between the 
age of 5 and 10 and f o r adolescents. Accommodation f o r a d u l t s was to 
include short-term t r a i n i n g h o s t e l s f o r up to nine young people, longer-
term h o s t e l s f o r the moderately handicapped and minimally supervised 
host e l s which would o f f e r land-lady type support. In a d d i t i o n , a number 
of more s p e c i a l i s e d u n i t s were proposed. They included maintenance of 
l i f e ' u n i t s - subsequently c a l l e d 'developmental maximation u n i t s ' - f o r 
multiply-handicapped c h i l d r e n and a d u l t s w i t h major medical needs, s h o r t -
term ' c r i s i s a s s i s t a n c e u n i t s ' , designed to provide f a m i l i e s with tem
porary r e l i e f from demanding home care, and 'habit shaping u n i t s ' f o r the 
more severely and profoundly handicapped a d u l t s without a need f o r 
i n t e n s i v e medical i n t e r v e n t i o n . A ' s t r u c t u r e d c o r r e c t i o n a l u n i t ' was 
a l s o proposed f o r mentally handicapped offenders, as an a l t e r n a t i v e to 
p r i s o n . F i n a l l y , it was considered that aged mentally handicapped 
people should be cared f o r i n the g e r i a t r i c nursing homes which already 
e x i s t e d w i t h i n the community. 

The c e n t r a l concept was t h e r e f o r e of a range of r e l a t i v e l y s m a l l , s t a f f e d 
hostels dispersed throughout Eastern Nebraska. The concept of a 
r e g i o n a l centre, which attempted to provide s e r v i c e s f o r mentally handi
capped people with widely d i f f e r i n g needs in a complex remote from t h e i r 
home communities, was r e j e c t e d . 
In 1970, ENCOR had i n h e r i t e d two ho s t e l s from GOARC. By l a t e 1973, there 
were 12. Three of them were f o r boys and g i r l s , one was f o r adolescent 
boys and eight were f o r a d u l t s , only one f o r both men and women. Together, 
these hostels provided about 70 p l a c e s . A l l involved the purchase, or 
more often the r e n t i n g , of e x i s t i n g property - u s u a l l y the o l d e r and 
l a r g e r "town houses". ( I t i s t y p i c a l of ENCOR's f l e x i b i l i t y t hat i t used 
to buy houses, u n t i l i t found t h a t t h i s d i d not enable i t t o respond t o 
c l i e n t s ' changing needs. Now i t never buys houses, but always rents them. 
Our own health a u t h o r i t i e s and s o c i a l s e r v i c e departments might l e a r n from 
t h i s experience, e s p e c i a l l y i n these times o f f i n a n c i a l s t r i n g e n c y ) . 
One of us (DT) v i s i t e d h o s t e l s in 1974: 
The f i r s t was for six children - two girls and four boys. The house was 
a large, single-storey one in a r e s i d e n t i a l d i s t r i c t of Omaha, It 
staffed by a married couple, one r e l i e f houseparent and two f u l l t i m e and 
one part-time r e s i d e n t i a l assistants. The children had been living there 
since 1970 and clearly saw it as "home"; there were close r e l a t i o n s h i p s 
between them and their houseparents. There was ample evidence not only 



of a high standard of child care but also of sophisticated individual 
teaching programmes. The children were said to be well accepted by 
others in the area, but the houseparents seemed to feel that even greater 
progress could have been made if the group had been smaller. 

The adult hostels consisted of large town houses. Most of the residents 
had single rooms; there was a wide range of choice. A l l the residents 
worked during the day, mainly in the training centres, a few in work 
stations; most attended ENCOR's Varied recreational programme during the 
evening. Again, there was evidence that the r e s i d e n t i a l staff took 
seriously the maxim that bricks and mortar do not make a programme. 
Most of the staff were actively critical of the degree of progress being 
made and most wanted to see the development of smaller, less r e s t r i c t i v e 
accommodation - this, despite the fact that the programme compared very 
favourably with the best available in Britain. 

The most highly staffed hostel visited had two " l i v e - i n " houseparents -
a married couple - one r e l i e f houseparent, one full-time and two part-time 
assistants, for eight adults. Main meals were cooked by staff, helped by 
residents. The least staffed hostel, where some of the most able ENCOR 
clients lived, had one "live-in" housemother and one r e l i e f houseparent, 
again for eight residents. 

By 1977, there were seven h o s t e l s , or " t r a i n i n g residences" as they had 
now become, f o r a t o t a l of 31 c h i l d r e n and another seven f o r a t o t a l of 
31 a d u l t s . The f a c t that the number of residences had hardly grown i n 
three years and that the number of people i n them had a c t u a l l y f a l l e n , 
does not, however, mean that ENCOR's p r o v i s i o n of accommodation had 
remained stagnant. Far from i t , as we s h a l l see below. 
The c r i s i s a s s i s t a n c e u n i t and short-term fostering 
C r i s i s a s s i s t a n c e to f a m i l i e s w i t h a mentally handicapped member was 
seen as a high p r i o r i t y and in October, 1971, a house was rented in the 
centre of Omaha to provide short-term r e s i d e n t i a l care f o r up to s i x 
c h i l d r e n or a d u l t s . This was run by a married couple, the wife t r a i n e d 
and employed by ENCOR, with support from other ENCOR s t a f f , i n c l u d i n g one 
person responsible f o r l e i s u r e programmes; whenever p o s s i b l e , r e s i d e n t s 
continued to p a r t i c i p a t e i n t h e i r r e g u l a r d a i l y programmes while i n the 
home. Parents and ENCOR s t a f f worked out c r i t e r i a f o r use of the u n i t : 
f i r s t p r i o r i t y went to f a m i l i e s with an immediate c r i s i s , l i k e death i n 
the f a m i l y , the need f o r the person most r e s p o n s i b l e f o r the care of the 
handicapped person to go i n t o h o s p i t a l , or the l o s s of a previous 
r e s i d e n t i a l placement f o r the handicapped member. A f t e r t h i s , p r i o r i t y 
went to f a m i l i e s where r e l i e f of immediate s t r e s s - l i k e that of moving 
house - might prevent more serious c r i s e s i n f u t u r e . And f i n a l l y , the 
u n i t was designed to help f a m i l i e s whose handicapped member demanded almost 
constant a t t e n t i o n , so that other members could get a h o l i d a y , f o r 
instance. In the f i r s t group, c l i e n t s could stay f o r up to s i x weeks i n 
the u n i t , i n the second, f o r up to a month and i n the t h i r d f o r two weeks 
in a year. 
I t soon became evident that there were l i m i t a t i o n s to such a u n i t . I t 
was remote from the r u r a l parts of the ENCOR area and so, l i k e short-term 
care i n i n s t i t u t i o n s , took the c l i e n t away from h i s or her own neighbour
hood, b r i n g i n g d i s r u p t i o n to educational and v o c a t i o n a l programmes. The 
cost of c r e a t i n g s i m i l a r u n i t s in r u r a l areas would have been p r o h i b i t i v e , 
as they would have been under-used a great deal of the time. In 
a d d i t i o n , f i r e r e g u l a t i o n s r e s t r i c t e d the use of the u n i t to people who 
could walk. 



So, i n 1972, ENCOR began c o n t r a c t i n g with f a m i l i e s who were prepared to 
take a mentally handicapped c h i l d or adult i n t o t h e i r own home on a short-
term b a s i s . This model became known as " c r i s i s homes"; i n B r i t a i n , 
they would be termed short-term f o s t e r homes. P r i o r i t y was given to the 
same groups who used the c r i s i s a s s i s t a n c e u n i t , with a p o s s i b l e stay of 
one month. One person only was placed in a f a m i l y at any one time and 
one member of the fa m i l y - u s u a l l y the mother, who remained at home during 
the day - was employed by ENCOR and given the same t r a i n i n g as the s t a f f 
o f the c r i s i s a s s i s t a n c e u n i t . 
The o r i g i n a l c r i s i s a s s i s t a n c e u n i t and the c r i s i s homes f e l l v i c t i m to 
the 1975/6 f i n a n c i a l cuts. The u n i t was closed i n March, 1976 and the 
homes themselves were unable to take any more c h i l d r e n - f o r whom the 
se r v i c e had mainly developed - f o r f o u r months. The re-opening of the 
u n i t remains a p r i o r i t y , because c l i e n t s do not l i k e others coming i n t o 
t h e i r own hostels f o r short-term care, and because there are s t i l l not 
enough f a m i l i e s to meet the need of a l l ENCOR c l i e n t s f o r c r i s i s a s s i s t a n c e . 
Nevertheless, there were 125 "stays" by c h i l d r e n and a d u l t s i n c r i s i s 
a s s i s t a n c e homes during 1976/7. 
The behaviour shaping u n i t 
This t e a c h i n g - l i v i n g u n i t developed o r i g i n a l l y as part of the educational 
and v o c a t i o n a l d i v i s i o n , but was t r a n s f e r r e d in 1974 to r e s i d e n t i a l 
s e r v i c e s . It was a programme f o r e i g h t c h i l d r e n and young people, aged 
between 10 and 19, most of whom had come from B e a t r i c e i n s t i t u t i o n . Over
a l l s t a f f i n g r a t i o s in the large house were j u s t over one to one. The 
aims of the programme were to develop s e l f - h e l p and s o c i a l s k i l l s i n 
severely handicapped and d i s t u r b e d c h i l d r e n and to reduce maladaptive 
behaviour. The s t a f f had been very w e l l prepared f o r the t a s k , but by 
1974 they were admitting that the programme had not been very s u c c e s s f u l . 
By the end of that year, ENCOR had decided to i n t e g r a t e the c h i l d r e n i n t o 
smaller residences. I t was f e l t that t h i s would have a number of d i s t i n c t 
advantages. The c h i l d r e n would be l i v i n g w i t h others who were l e s s 
handicapped and so would have more normal peer models. They would be 
encouraged to attend school, which would achieve a more normal separation 
of home and school environments. F i n a l l y , i t was f e l t t h a t t h i s arrange
ment would be l e s s s t r e s s f u l f o r both houseparents and teachers; those 
who had t r i e d to combine these r o l e s w i t h i n the behaviour shaping u n i t 
and to maintain i n t e n s i v e programmes, had found the task a formidable one. 

In 1977, s t a f f were saying q u i t e simply that the behaviour shaping u n i t 
had been a mistake: the c h i l d r e n had learned undesirable behaviour from 
each other, while l i v i n g with more normal peers had le d to more normal 
behaviour. The e a r l y and frank r e c o g n i t i o n of i t s mistakes and r a p i d 
c o r r e c t i o n of them i s t y p i c a l of ENCOR. How common i s i t i n B r i t i s h 
s ervices? 
S t r u c t u r e d C o r r e c t i o n a l U n i t s 
A s p e c i a l grant from a programme f o r mentally handicapped offenders had 
allowed ENCOR to add a programme f o r them to i t s already impressive l i s t 
of r e s i d e n t i a l options. This involved one w e l l - s t a f f e d group home and 
two s t a f f e d apartments, serving 11 c l i e n t s in a l l . This was, however, 
one of the programmes cut i n the 1975/6 c r i s i s . At present, i t looks 
u n l i k e l y that i t w i l l s t a r t again w i t h i n the next year o r so. 
Developmental Maximation Unit 
This u n i t was e s t a b l i s h e d in 1972 in an unused wing of Douglas County 
H o s p i t a l , to provide r e s i d e n t i a l care with a strong emphasis on develop-



mental programmes f o r up to 16 multiply-handicapped and m e d i c a l l y 
involved c h i l d r e n . R e s i d e n t i a l s e r v i c e s d i v i s i o n took r e s p o n s i b i l i t y 
for it in 1974; o r i g i n a l l y , it had been part of educational and 
v o c a t i o n a l s e r v i c e s . 
This is how the u n i t struck one of us (DT) in 1974: 
Every effort had been made to make the unit as home-like as possible. 
There were carpets on all the floors, the furniture was domestic in 
nature and the decor bright and airy. There were curtains at the windows 
and pictures on the walls. The children slept in small rooms. The 
unit's director was a woman with both nursing and social work qualifi
cations; five qualified nurses provided 24-hour cover and the teaching 
and developmental programmes were provided by 15 'teachers', supported by 
a physiotherapist. The unit was administratively completely separate 
from the main hospital, but there was immediate access to emergency 
medical services and paediatricians were on call' 24 hours a day. This 
well-developed programme was undoubtedly providing both high quality 
nursing care and developmental teaching programmes as good as, or better 
than, others in high-cost institutions in the USA. Most of the children 
had originally come from Beatrice Institution, often in poor physical and 
medical shape. Several had been helped by long overdue surgery. Between 
1972 and mid-1974 23 children had passed through the unit to other forms 
of residential care. 
Jennifer had been living in the unit since 1972, and was now three years 
old. She had been admitted to the Beatrice Institution when she was 
three months old, after operations for spina bifida and hydrocephaly. 
Her parents had been told she would never be able to do anything for her
self or respond to the world about her. When she moved to the Develop
mental Maximation Unit she had a chronic urinary infection which was 
threatening her life. Eventually, the condition was corrected by another 
operation and her physical improvement after that was dramatic. By 
September 1973, she had improved enough to go to an ENCOR pre-school 
programme; the following year, she moved to a pre-school for normal 
children. ENCOR staff said she had had a "language explosion" and would 
imitate almost anything said to her. She had also learned to maneouvre 
herself independently on parallel bars, take her own wheelchair all over 
the unit and learned all her own body parts, including her legs and feet, 
in which she had no sensation. She now went home to visit her family 
frequently at weekends. 

In 1975, the DMU suffered severe s t a f f cutbacks, and as a r e s u l t the number 
of c h i l d r e n i n i t f e l l to s i x by May 1976. This has not, however, proved 
the d i s a s t e r i t would have been. None of the c h i l d r e n who had to be 
found other accommodation returned to B e a t r i c e I n s t i t u t i o n . A l l were 
found e i t h e r f o s t e r homes or a place i n a s t a f f e d h o s t e l - and these 10 
c h i l d r e n were s a i d to need "24-hour medical and nursing care!" 
In 1977, the DMU had a t o t a l of 17 s t a f f , i n c l u d i n g f i v e r e g i s t e r e d 
nurses; on any s h i f t , three s t a f f Cone q u a l i f i e d ) were on duty. In 
A p r i l 1977, there were f i v e c h i l d r e n i n the u n i t , most of whom had 
c e r e b r a l p a l s y , e p i l e p s y and medical problems such as pneumonia. The 
s t a f f f e l t that i t was c r u c i a l to be able to get to know the c h i l d r e n w e l l 
and spend time w i t h them, and that in any other ward t h e i r care would have 
been c u s t o d i a l and medical. The o v e r a l l r a t i o of s t a f f to c h i l d r e n of 
three to one is very high by any standards; the u n i t is known as a 
" c a d i l l a c ward" in the r e s t of the h o s p i t a l . 
The p o l i c y now is that the u n i t should provide e v a l u a t i o n of c h i l d r e n with 
m u l t i p l e handicaps who have come from the State I n s t i t u t i o n , or of others 



with m u l t i p l e handicaps or medical problems, and that no c h i l d should 
spend more than one year there. I t i s a l s o a s e t t i n g which can cope with 
c h i l d r e n who need life-maintenance s k i l l s , so i t o f f e r s both assessment 
and i n t e n s i v e care. 
From the time the u n i t s t a r t e d in 1972 to mid-1977, s i x t y one c h i l d r e n had 
moved through i t , f i v e of these during 1976/7. In a l l , 34 c h i l d r e n had 
gone to t h e i r own homes, 11 had d i e d , eight had gone to ' a l t e r n a t i v e l i v i n g 
u n i t s ' (see below) seven to other ENCOR r e s i d e n t i a l homes and one i n t o 
f o s t e r care. 
It is worth emphasising that the DMU is the only i n s t i t u t i o n a l accommodation 
o f f e r e d by ENCOR. Nowhere e l s e i n a l l i t s r e s i d e n t i a l s e r v i c e s are more 
than 6 c h i l d r e n or 8 a d u l t s gathered in any one house. Even the DMU, in 
mid-1977, had only 6 c h i l d r e n . 
Alternative Living Units group homes, shared f l a t s and f o s t e r homes 
By the end of 1973, ENCOR was beginning to have problems, e s p e c i a l l y i n 
pr o v i d i n g accommodation f o r i t s c l i e n t s . These problems included 
e s c a l a t i n g s t a f f c o s t s , high s t a f f turnover and a n i n a b i l i t y t o r e c r u i t 
enough high q u a l i t y s t a f f . C a p i t a l costs were a l s o i n c r e a s i n g and the 
time lag between planning and opening a u n i t was lengthy; f i r e and zoning 
r e g u l a t i o n s were posing extra d i f f i c u l t i e s . (Ed S k a r n u l i s , then head of 
the r e s i d e n t i a l s e r v i c e s d i v i s i o n , has analysed these problems i n some 
d e t a i l and an e x t r a c t from h i s paper is at Appendix 4). 
Faced with these problems, the r e s i d e n t i a l s e r v i c e s d i v i s i o n began to 
consider s e r i o u s l y whether 'group homes' r e a l l y represented the l e a s t 
r e s t r i c t i v e a l t e r n a t i v e f o r the c h i l d r e n and a d u l t s who were coming i n t o 
them. They concluded that they d i d not. They a l s o concluded that if 
more i n t e n s i v e p r a c t i c a l support was of f e r e d to f a m i l i e s , t h i s would reduce 
the demand f o r long-term r e s i d e n t i a l care; short-term r e l i e f care, or 
f i x e d term care, should be o f f e r e d whenever p o s s i b l e . 
The establishment of 15 developmental homes - long-term, s i n g l e - c h i l d 
f o s t e r homes - which had begun i n 1972, had been an important step towards 
more normalised and c o s t - e f f e c t i v e approaches. So had the development of 
apartments, rented by ENCOR, who contracted with a non-handicapped person, 
often a student, to act as f l a t - m a t e to between one and three mentally 
handicapped a d u l t s , p r o v i d i n g support, guidance and f r i e n d s h i p . Now it 
was decided that f a r more emphasis should be put i n t o smaller, more normal 
l i v i n g - f o s t e r homes f o r c h i l d r e n and a whole range of independent and 
semi-independent l i v i n g f o r a d u l t s . Requirements t h a t c l i e n t s should 
reach c e r t a i n l e v e l s of s k i l l before moving from a s t a f f e d group home to 
an apartment or from the l a t t e r to independent l i v i n g , were questioned. 
I t was concluded that many of ENCOR's c l i e n t s were capable of much more 
independent l i v i n g , provided that they were o f f e r e d a d d i t i o n a l s k i l l e d 
d o m i c i l i a r y support. F i n a l l y , it was agreed that the community had un
tapped resources i n people who would provide a home or support on a 
co n t r a c t u a l b a s i s . 
The term ' a l t e r n a t i v e l i v i n g u n i t ' was coined to help the agency's s t a f f 
t h i n k f l e x i b l y about the development of new a l t e r n a t i v e s in accommodation 
and a more c r e a t i v e use of e x i s t i n g f a c i l i t i e s . A d m i n i s t r a t i v e l y , the 
r e s i d e n t i a l s e r v i c e d i v i s i o n was d e c e n t r a l i s e d and s t a f f were encouraged 
to use t h e i r i n i t i a t i v e to develop a s a t e l l i t e system of ALUs, using an 
e x i s t i n g group residence as the core and back-up f a c i l i t y . For example, 
one t r a i n i n g residence has s i x c h i l d r e n ; three more have moved through 
i n t o f o s t e r homes and f o u r , i n p a i r s , to new ALUs. The f o s t e r parents 
are c a l l e d 'home teachers' to help reduce the r e s i s t e n c e of n a t u r a l 
parents to a move from a s t a f f e d residence. 



One of us (AK) v i s i t e d several ALUs: 
J was impressed by the tremendous flexibility that this system offered. 
In one alternative residence, an apartment in a block, a young lad in his 
early teens lived with two f u l l - t i m e members of ENCOR's staff. This 
young man had no speech and very severe behaviour problems; he had 
attacked and battered several women in the past. After five months in 
the apartment, he had settled down considerably, and a week or so before 
I visited, a second boy had successfully joined the apartment. When I 
was there, the staff were trying, with some success, to bring women to 
the apartment to visit, in the hope that the f i r s t boy would gradually 
learn to accept the presence of women. 

Another ALU I visited was a private house, owned by a policeman and his 
wife, who had taken in two retarded boys, now 17 and 18. This was close 
to a foster-home, in British terms, but with the difference that the 
couple could turn to the core residence to which they are attached for 
relief and support; the wife was actually on the ENCOR staff. 

This change i n d i r e c t i o n allowed ENCOR to expand i t s accommodation f o r 
c h i l d r e n and a d u l t s from some 90 places i n 1973/4 to 220 by 1974/5; 
during that p e r i o d , the number i n A l t e r n a t i v e L i v i n g U n i t s rose from 51 
to 157. The f i n a n c i a l c r i s i s meant that ENCOR could take no new 
r e f e r r a l s f o r nine months and the f o l l o w i n g year some 20 fewer people were 
i n the agency's accommodation. In mid-1977, however, ENCOR was p r o v i d i n g 
accommodation f o r some 230 people, of whom 90 were c h i l d r e n . There were 
32 A l t e r n a t i v e L i v i n g U n i t s f o r c h i l d r e n , o f f e r i n g homes f o r 53 i n a l l and 
64 f o r 110 a d u l t s . During 1976-7, 42 new c l i e n t s were accommodated by 
ENCOR, 31 from the community and 11 from i n s t i t u t i o n s . Over the same 
per i o d , seven c h i l d r e n moved out of ENCOR accommodation (two d i e d , three 
went home and two moved out of the region) and so d i d seven a d u l t s (four 
e i t h e r set up house on t h e i r own or moved home, and three moved to 
d i f f e r e n t i n s t i t u t i o n s ) . 

In s p i t e of i t s recent f i n a n c i a l t r o u b l e s , ENCOR has a t r u l y impressive 
record in p r o v i d i n g accommodation in small houses f o r both a d u l t s and 
c h i l d r e n . No c h i l d i n an ENCOR house l i v e s with more than f i v e others; 
i n only three houses i n the whole area are there as many as s i x a d u l t s . 
S t a f f establishment averages out at about one f o r every c l i e n t . 
ENCOR has t r i e d to show that a l l mentally handicapped people, w i t h the 
exception of a very few who have m u l t i p l e handicaps and pressing medical 
needs, can l i v e in ordinary houses with the support that is necessary. 
They have demonstrated t h i s very c l e a r l y f o r c h i l d r e n , although not yet, 
i n large numbers, f o r a d u l t s . In A p r i l 1977, however, some profoundly 
handicapped a d u l t s , without basic s e l f - h e l p s k i l l s and i n a d d i t i o n wheel
chair-bound,- were moving i n t o ordinary houses, w i t h s t a f f support f o r 24 
hours. I n t e r e s t i n g l y , i t was again the f i n a n c i a l c r i s i s which helped 
ENCOR to look f o r l e s s r e s t r i c t i v e accommodation f o r such very handicapped 
a d u l t s . Having s t a r t e d an Adult Multi-Handicapped Programme in a "core 
medical u n i t " i n a l o c a l nursing home, i t was then obliged to c l o s e t h i s , 
but was able to f i n d i t s f i r s t two c l i e n t s homes w i t h i n the ENCOR network 
of accommodation. 
One of ENCOR's p r i o r i t i e s remains, as i t always has been, to f i n d 
a l t e r n a t i v e accommodation f o r a l l the mentally handicapped people from 
i t s area who are s t i l l i n B e a t r i c e State I n s t i t u t i o n . I t has, n a t u r a l l y 
enough, s t a r t e d with the more able r e s i d e n t s of the i n s t i t u t i o n , which i s 
why it is only now t a c k l i n g the question of f i n d i n g the best accommodation 
f o r a d u l t s w i t h profound and m u l t i p l e handicaps. When ENCOR st a r t e d work, 



there were some 550 people from i t s region i n B e a t r i c e State I n s t i t u t i o n ; 
there were 290 i n mid-1977. Between times, the w a i t i n g l i s t f o r the 
i n s t i t u t i o n i n the ENCOR area f e l l from some 40 to no one at a l l . And 
between mid-1973 and mid-1977, the number of admissions or re-admissions 
from the ENCOR area to the i n s t i t u t i o n was about 15; i n s i x of these cases, 
ENCOR had e i t h e r o f f e r e d a place or had not been informed of the admission. 
In s p i t e of i t s f i n a n c i a l problems, ENCOR has amply made what i s perhaps 
the most important point of a l l f o r the f u t u r e : there is no need f o r any 
admissions to la r g e h o s p i t a l s , once adequate community-based f a c i l i t i e s 
have been developed. As long ago as 1974, ENCOR showed t h i s when 
admissions to B e a t r i c e State I n s t i t u t i o n , which had been running at an 
average of 10 a d u l t s and two c h i l d r e n a year three years e a r l i e r , stopped 
a l t o g e t h e r . 
One f i n a l and c r i t i c a l reason f o r ENCOR's success i n f i n d i n g accommodation 
i n the community f o r so many mentally handicapped people i s worth noting 
and l e a r n i n g from. While both c h i l d r e n and a d u l t s need l e a r n i n g 
experiences and occupation during the day, t h i s i s by no means guaranteed 
f o r a d u l t s i n B r i t a i n . In the ENCOR s e r v i c e , the V o c a t i o n a l D i v i s i o n 
guarantees a place in a t r a i n i n g centre f o r every a d u l t . The advantages 
of a common p o l i c y , set by a l l those involved i n the l i f e of the mentally 
handicapped i n d i v i d u a l , are c l e a r . 

Family Guidance Services 
This v i t a l d i v i s i o n of ENCOR provides the main support f o r and co
o r d i n a t i o n of s e r v i c e s to c l i e n t s and t h e i r f a m i l i e s , as w e l l as support 
t o s t a f f i n other d i v i s i o n s already described. Family Guidance Services 
at one time included i n i t i a l handling of a l l r e f e r r a l s , c l i e n t c o u n s e l l i n g , 
p s y c h o l o g i c a l and medical s e r v i c e s , speech therapy and physiotherapy, 
t r a n s p o r t , r e c r e a t i o n and c l i e n t s records. I t was t h i s d i v i s i o n which 
o r i g i n a l l y developed the C r i s i s A s s i s t a n c e U n i t , c r i s i s homes and f o s t e r 
home programme. 
In 1977, the d i v i s i o n had the f o l l o w i n g r o l e s : 
1. C e n t r a l Enquiry: The d i v i s i o n acts as the i n i t i a l r e f e r r a l point 

f o r a l l requests f o r ENCOR s e r v i c e s . There i s a small c e n t r a l i s e d 
team of three people i n Omaha, who know the f u l l range of ENCOR's 
se r v i c e s and those of other agencies. This team provides i n i t i a l 
i n formation to c l i e n t s , t h e i r f a m i l i e s and other agencies, and/or 
r e f e r s them to the appropriate f i e l d a d v i s o r s . There are about 
30 e n q u i r i e s a month. This team is a l s o r e s p o n s i b l e f o r maintaining 
f u l l i nformation on c l i e n t s , ensuring that records are updated, and 
on s e r v i c e s - i n c l u d i n g vacancies, number of s o c i a l worker - c l i e n t 
contacts made and d e c i s i o n s made about c l i e n t s . 

2. C h i l d and Adult C o u n s e l l i n g (Casework): A f t e r a request f o r 
s e r v i c e has been made through the c e n t r a l i n q u i r y o f f i c e , a neigh
bourhood a d v i s o r v i s i t s the c l i e n t . H e o r she i s r e s p o n s i b l e f o r 
d e c i s i o n s to use ENCOR's d i r e c t or i n d i r e c t s e r v i c e s , f o r p r o v i d i n g 
information to the c l i e n t or f o r r e f e r r i n g to another more 
appropriate agency. 
For c l i e n t s i n the ENCOR system, the a d v i s o r i s r e s p o n s i b l e f o r 
p r o v i d i n g support to f a m i l i e s or a d u l t s l i v i n g i n t h e i r own homes, 
f o r helping to organise s p e c i a l i s e d s e r v i c e s and f o r c o o r d i n a t i o n of 
the i n d i v i d u a l programme plan. The l a s t has become an i n c r e a s i n g l y 
important part of the ad v i s o r ' s job. I t i s now ENCOR's p o l i c y to 
review each c l i e n t ' s i n d i v i d u a l programme plan every three months. 



At the moment, the review i s six-monthly, f o r every c l i e n t who 
rec e i v e s any s e r v i c e s of any Kind. 

3. Support S e r v i c e s : These i n c l u d e t r a n s p o r t - u s u a l l y through c o n t r a c t s 
w i t h l o c a l t a x i f i r m s - a toy lending l i b r a r y , a c e n t r a l record system 
and c o o r d i n a t i o n of voluntary s e r v i c e s . Wherever p o s s i b l e , needs are 
met through e x i s t i n g f a c i l i t i e s , a v a i l a b l e to non-handicapped members 
of the community. So, f o r i n s t a n c e , p s y c h i a t r i c s e r v i c e s are provided 
by the Nebraska P s y c h i a t r i c I n s t i t u t e ; ENCOR pays a f u l l t i m e worker 
at the I n s t i t u t e to act as l i a i s o n f o r mentally handicapped c l i e n t s . 

By 1973/4, f i v e d e c e n t r a l i s e d area o f f i c e s of t h i s d i v i s i o n had been 
e s t a b l i s h e d . By 1974, the d i v i s i o n was serving a t o t a l of 1242 c l i e n t s 
and a n t i c i p a t i n g that t h i s number would increase to 1600 over the next 
year. But the Family Guidance D i v i s i o n was the hardest h i t of a l l by the 
1975/6 f i n a n c i a l cuts. By e a r l y i n 1976, the 34 ad v i s o r s had been 
reduced to 19, plus f o u r senior s t a f f , and new r e f e r r a l s were refused f o r 
10 months. S t a f f numbers are now up again and a d v i s o r s have an average 
of 40 c l i e n t s , of whom three quarters need a c t i v e support. Each c l i e n t 
i s v i s i t e d at l e a s t once every three months, or every s i x months i f they 
need only " f o l l o w along" s u p e r v i s i o n . ( C l i e n t s l i v i n g i n unstaffed 
ENCOR accommodation are v i s i t e d at l e a s t once a week by r e s i d e n t i a l s t a f f ) . 

S t a f f T r a i n i n g and p u b l i c education 
ENCOR has always emphasised the importance of t r a i n i n g and co n t i n u i n g 
education f o r i t s s t a f f and education f o r the p u b l i c . At one time, both 
f u n c t i o n s came under one d i v i s i o n - now there i s a P u b l i c Education 
Department and a separate S t a f f Development Team. The f i r s t has a media 
productions s e c t i o n , which develops s l i d e - t a p e and video-tape programmes. 
The S t a f f Development Team has produced t r a i n i n g programmes f o r ENCOR 
s t a f f , f o r parents and f o s t e r parents and f o r s t a f f from other mental 
r e t a r d a t i o n agencies i n Nebraska. A l l ENCOR s t a f f are t r a i n e d i n 
behavioural a n a l y s i s and the use of p r e c i s i o n teaching methods - which are 
c e n t r a l to the i n d i v i d u a l c l i e n t s ' programmes. In 1977, a l l ENCOR s t a f f 
went through a course in the use of case conferences and working in a m u l t i -
d i s c i p l i n a r y team: i t took four weeks f o r them a l l to go through the 8-
hour programme. ENCOR's commitment to s t a f f t r a i n i n g i s one of i t s most 
impressive aspects. One of the most important consequences is that every 
member of s t a f f has a common philosophy - no r m a l i s a t i o n - which means a 
common purpose i n a l l t h a t they t r y to do f o r t h e i r c l i e n t s . 

P r o f e s s i o n a l S t a f f 
These s t a f f are now organised in a " t r a n s - d i s c i p l i n a r y team" which provides 
psychology, n u r s i n g , physiotherapy, speech and occupational therapy to a l l 
ENCOR s e r v i c e s . L o c a l doctors provide medical care and p s y c h i a t r i c 
s e r v i c e s and advice come from l o c a l agencies. 
ENCOR's p r o f e s s i o n a l s t a f f was a l s o hard h i t by the f i n a n c i a l cuts. By 
1977, apart from the c o o r d i n a t o r , one occupational t h e r a p i s t , two physio
t h e r a p i s t s , two speech t h e r a p i s t s , and two nurses made up the team. Each 
member, representing the whole team, w i l l reckon to go to f o u r case 
conferences on c l i e n t s each month. In a d d i t i o n , the team employs a 
carpenter, who spends much of h i s time b u i l d i n g i n d i v i d u a l l y measured and 
designed c h a i r s and aids f o r ENCOR c l i e n t s . 
Before the f i n a n c i a l c u t s , the team c o n s i s t e d of two occupational t h e r a p i s t s , 
two p h y s i o t h e r a p i s t s , a nurse and f o u r p s y c h o l o g i s t s , as w e l l as 14 speech 
t h e r a p i s t s . 



Planning Department 
The f i v e members of t h i s r e l a t i v e l y new department are r e s p o n s i b l e f o r 
a l l long-term planning (up to 10 y e a r s ) , in c o n s u l t a t i o n with the s t a f f . 
Before the department was set up, each D i v i s i o n planned f o r i t s e l f . S t a f f 
now seem to have high expectations that the team w i l l help them provide 
s e r v i c e s which are as f a i t h f u l as p o s s i b l e to the p r i n c i p l e of 
n o r m a l i s a t i o n . 

A d m i n i s t r a t i o n 
Since 1975, ENCOR has been part of the Eastern Nebraska Human Services 
Agency, which covers mental health and g e r i a t r i c s e r v i c e s as w e l l as 
those to people with mental handicap. This agency provides c e n t r a l 
a d m i n i s t r a t i o n and support to ENCOR, i n c l u d i n g c l e r i c a l s e r v i c e s , finance 
and purchasing, budgeting, g r a n t - w r i t i n g and accounting, property 
management and personnel s e r v i c e s . 
As an example of some of the work of t h i s d i v i s i o n , the 1974/5 budget 
summary records that during the previous f i n a n c i a l year the personnel 
department was involved i n 2,400 in t e r v i e w s of a p p l i c a n t s f o r some 307 
posts. It a l s o developed a system of personnel r e p o r t s , and of manage
ment reports which keeps a l l d i v i s i o n s up to date on t h e i r absence and 
turnover r a t e s and how these r e l a t e to the agency t o t a l . 
Most of these f u n c t i o n s are f a i r l y t y p i c a l of an a d m i n i s t r a t i o n d i v i s i o n 
w i t h i n an Area Health A u t h o r i t y or a S o c i a l Services Department in 
B r i t a i n . However, s t a f f w i t h i n ENCOR's c e n t r a l a d m i n i s t r a t i v e s e r v i c e s 
gave the impression of knowing more about mental handicap, of g r e a t e r 
commitment to the agency's c l i e n t - c e n t r e d g o a l s , and of a g r e a t e r sense 
of c r e a t i v e involvement in a c h i e v i n g these goals than do s i m i l a r s t a f f 
i n t h i s country. Senior a d m i n i s t r a t i v e s t a f f at ENDOR showed a strong 
d e s i r e t o improve i t s a c c o u n t a b i l i t y t o i t s l o c a l governing body, t o the 
Federal agencies that provide much of the f i n a n c e f o r the programmes and 
to the consumers. They were not locked i n t o a narrow concept of cost 
accounting, which often seems an end i n i t s e l f i n t h i s country, r a t h e r 
than a small component in a system of p e r s o n a l , programme and agency 
a c c o u n t a b i l i t y . 

Budget 
D e t a i l s of ENCOR's 1976/7 budget are i n Appendix 3. The t o t a l budget 
f o r the year was $51/2m, of which roughly h a l f came from Federal sources. 
The R e s i d e n t i a l D i v i s i o n spent some $21/2m of t h i s t o t a l and the V o c a t i o n a l 
D i v i s i o n some $l1/2m. The average annual expenditure on accommodation per 
c l i e n t was $7,600 (not a l l c l i e n t s , of course, were accommodated f o r a 
f u l l year). 

O r g a n i s a t i o n a l Aspects 
Between the c o n c e p t u a l i s a t i o n of model s e r v i c e s and a c t u a l developments 
must come an o r g a n i s a t i o n with c l e a r l y defined aims, a simple and 
f l e x i b l e s t r u c t u r e , and a sound funding base. Any o r g a n i s a t i o n which 
purports to provide human s e r v i c e s must a l s o b u i l d i n consumer and tax
payer p a r t i c i p a t i o n to the design, planning and c o n t i n u i n g assessment of 
the s e r v i c e s , i f i t i s to ensure r e a l a c c o u n t a b i l i t y . E.N.C.O.R's 
or g a n i s a t i o n was designed to i n c o r p o r a t e these p r i n c i p l e s . 
A number of important a d m i n i s t r a t i v e changes recommended in the State plan 
had already been embodied in v a r i o u s Acts of the Nebraska Senate, and 
provided a framework w i t h i n which s i x Regional O f f i c e s could be e s t a b l i s h e d . 



R e s p o n s i b i l i t y f o r ensuring the p r o v i s i o n and c o - o r d i n a t i o n o f a l l 
s e r v i c e s to mentally handicapped people was now vested in a s i n g l e 
State O f f i c e of Mental Retard a t i o n . Matching funds were made a v a i l a b l e 
by the State to encourage the establishment of Regional O f f i c e s by co
o p e r a t i v e a c t i o n on the part of a number of County A u t h o r i t i e s . At the 
same time the Local County A u t h o r i t i e s were r e l i e v e d of t h e i r f i n a n c i a l 
commitment to the State's l a r g e i n s t i t u t i o n s . 
ENCOR was one such r e g i o n a l o f f i c e . I t had a small governing body which 
reported to the State O f f i c e of Mental Retardation. In 1977, one 
commissioner (the equivalent of a B r i t i s h l o c a l a u t h o r i t y councillor!) from 
each of the f i v e counties served by ENCOR and f i v e advisory members 
(parents or p r o f e s s i o n a l workers) made up the board. I t had i t s own 
budget, o r i g i n a l l y made up of about 30% county, 55% Federal and 15% State 
funds; t h i s r a t i o had l a t t e r l y become 10%, 50% and 40%. There was a l s o 
an advisory committee, made up of three parents and/or concerned c i t i z e n s 
from each of the f i v e c o u n t i e s , which advised both the board and the 
executive d i r e c t o r . 
In 1977, ENCOR's o f f i c e r s c onsisted of an executive d i r e c t o r , a permanent 
deputy, and four d i v i s i o n a l d i r e c t o r s , each r e s p o n s i b l e f o r one of the 
s e r v i c e d i v i s i o n s already described. The d i r e c t o r had two d i r e c t 
a d v i s o r s , one concerned w i t h p u b l i c education and p u b l i c r e l a t i o n s , the 
other w i t h planning and e v a l u a t i o n . 
An important fe a t u r e of ENCOR's o r g a n i s a t i o n has been i t s f l e x i b i l i t y . 
This has shown i t s e l f i n the l o c a t i o n of d i f f e r e n t s e r v i c e components i n 
the most appropriate d i v i s i o n and the c r e a t i o n of a separate d i v i s i o n where 
the need was e s t a b l i s h e d . The developmental day centres ( s p e c i a l s c h o o l s ) , 
o r i g i n a l l y part of the f a m i l y guidance s e r v i c e , subsequently became a 
d i v i s i o n on t h e i r own and f i n a l l y part of a large d i v i s i o n of developmental 
and v o c a t i o n a l s e r v i c e s . This ensured that programming s k i l l s , backed by 
a p s y c h o l o g i s t , were a v a i l a b l e to c h i l d r e n and a d u l t s and that there was 
c o n t i n u i t y of educational programmes - something which i n t h i s country 
r e q u i r e s s p e c i a l formal and informed c o o r d i n a t i o n between two or more 
separate departments. A s i m i l a r readiness to introduce a d m i n i s t r a t i v e 
change can be seen i n the movement of the behaviour shaping u n i t i n t o the 
mainstream of r e s i d e n t i a l s e r v i c e s and the subsequent i n t e g r a t i o n of the 
c h i l d r e n i n i t with l e s s d i s t u r b e d and d i f f i c u l t ones, i n more normal 
s e t t i n g s . The t r a n s f e r of the Developmental Maximation Unit i n t o 
r e s i d e n t i a l s e r v i c e s underlines ENCOR's d e c i s i o n to provide a home-like 
environment f o r a l l c h i l d r e n . A s i m i l a r f l e x i b i l i t y i s to be seen i n 
the move from c e n t r a l i s e d c o n t r o l i n the r e s i d e n t i a l and f a m i l y s e r v i c e s 
d i v i s i o n s to an i n c r e a s i n g l y d e c e n t r a l i s e d o r g a n i s a t i o n . Family support 
s e r v i c e s were o r i g i n a l l y based at ENCOR's c e n t r a l o f f i c e . However, as 
the o r g a n i s a t i o n grew, a number of d e c e n t r a l i s e d area o f f i c e s , equivalent 
to E n g l i s h Area S o c i a l S e r v i c e s o f f i c e s , were e s t a b l i s h e d , each w i t h 
t h e i r own F i e l d Work C o n t r o l l e r . 
A combination of d e c e n t r a l i s a t i o n and t r a n s f e r of r e s p o n s i b i l i t y between 
d i v i s i o n s i s shown i n the d e c i s i o n t o develop and support a l l a l t e r n a t i v e 
residences from the c l o s e s t t r a i n i n g h o s t e l . This has ensured that 
s e r v i c e s become even more " l o c a l " and responsive to c l i e n t need, able to 
e x p l o i t i n f u l l the resources of the l o c a l community. 
Key f e a t u r e s 
The key fe a t u r e s of ENCOR's o r g a n i s a t i o n i n terms of decision-making 
about c l i e n t s and t h e i r f a m i l i e s seem to be: 

i . ease of i n i t i a l access to ENCOR by c l i e n t s 



i i . c l e a r a l l o c a t i o n and s p e c i f i c a t i o n o f r e s p o n s i b i l i t y 
between d i v i s i o n s and between personnel at various l e v e l s 
w i t h i n a d i v i s i o n . 

i i i . c l e a r s p e c i f i c a t i o n of methods of communication between s t a f f 
and c l i e n t s . 

i v . the p r o v i s i o n of a p r o f e s s i o n a l advocate - u s u a l l y one of 
ENCOR's s o c i a l workers - to provide c o n t i n u i t y of contact 
and c o o r d i n a t i o n of care. 

v. the primary c o n s i d e r a t i o n given to the wishes of the mentally 
handicapped person or h i s or her r e p r e s e n t a t i v e s . 

v i . s k i l l e d use of the i n d i v i d u a l programme plan - a w r i t t e n plan 
of a c t i o n , drawn up by an i n t e r - d i s c i p l i n a r y team, w i t h c l e a r l y 
s p e c i f i e d goals, intermediate steps, methods of a c h i e v i n g these 
goals and r e s p o n s i b i l i t i e s . (See Appendix 5). 

v i i . i n s t r u c t i o n o f a l l s t a f f i n the p o l i c i e s and procedures o f the 
agency and the a v a i l a b i l i t y of d e t a i l e d manuals on these. 

v i i i . w e l l developed recording systems. 
P o t e n t i a l c l i e n t s are able to gain information or access to ENCOR's 
se r v i c e s through the c e n t r a l i n q u i r y o f f i c e already described. I n i t i a l 
personal contact with the c l i e n t and h i s or her f a m i l y i s then made by 
an i n t a k e s o c i a l worker. I t i s u s u a l l y a member of the f a m i l y guidance 
d i v i s i o n who acts as the key l i a i s o n and c o o r d i n a t i n g worker, o f f e r i n g 
a personal s e r v i c e and c o n t i n u i t y f o r a c l i e n t as he or she moves through 
ENCOR's many programmes. I t i s the D i r e c t o r of the Family Guidance 
D i v i s i o n , a c t i n g on advice from s o c i a l workers w i t h i n that d i v i s i o n , who 
decides about c l i e n t s ' e l i g i b i l i t y f o r s e r v i c e s . Decisions about entry 
i n t o r e s i d e n t i a l s e r v i c e s are made at review meetings attended by the 
s o c i a l worker, r e s i d e n t i a l care c o o r d i n a t o r and the appropriate 
r e s i d e n t i a l care s t a f f . 
Other s p e c i a l i s t s r e c e i v e n o t i f i c a t i o n of a l l meetings and have the 
r i g h t to attend. Decisions about moving from one of ENCOR's 
f a c i l i t i e s to another are made at i n d i v i d u a l programme plan meetings, 
convened and c h a i r e d by the c l i e n t ' s own s o c i a l worker, who is a l s o 
responsible f o r record keeping. Programme s p e c i a l i s t s , l i k e p s y c h o l o g i s t s , 
doctors and p h y s i o t h e r a p i s t s , o f f e r a c o n s u l t i n g s e r v i c e , as we have 
seen above. 

DETERMINANTS OF SUCCESS 
We have already o u t l i n e d ENCOR's antecedents and explained how Nebraska's 
government was persuaded both to improve care in the State's i n s t i t u t i o n s 
and to make a new commitment, backed by a d m i n i s t r a t i v e and l e g i s l a t i v e 
a c t i o n , to a l t e r n a t i v e , community-based s e r v i c e s . The parents, working 
from outside the system, w i t h considerable help from informed p r o f e s s i o n a l s , 
also working " o u t s i d e " , had a good p l a n , w i t h a balanced appeal to values 
and economics. They a l s o had a good understanding of the power of the 
media i n winning the hearts of e l e c t e d s t a t e o f f i c i a l s . 
In t h i s s e c t i o n , we t r y to i d e n t i f y the major f e a t u r e s which sustained 
r a d i c a l change and i n f l u e n c e d the development of such a comprehensive 
range of high q u a l i t y s e r v i c e s , w i t h i n such a short time. Why should the 
system i n Eastern Nebraska show such an a b i l i t y to adapt to changing 
demands? Why didn't ENCOR go f o r a conventional range of community-based 



services? Why d i d it set i t s e l f such seemingly impossible t a r g e t s ? 
How does i t manage to remain c l i e n t - o r i e n t e d ? 
Four independent but r e l a t e d f a c t o r s seem to have been important: 

the philosophy - which guided the design, e v a l u a t i o n and 
m o d i f i c a t i o n of ENCOR's programmes 

* the l e a d e r s h i p - people w i t h i n the agency and outside i t , with 
tremendous d r i v e , s k i l l and commitment to mentally handicapped people 
and t h e i r f a m i l i e s ; these people were able to provide a c r e a t i v e 
i n t e r p r e t a t i o n of the philosophy as w e l l as d e c i s i v e l e a d e r s h i p . 

* the s p e c i a l i s t agency a model which allowed e x c l u s i v e focus on 
mentally handicapped people and t h e i r f a m i l i e s , encouraged a 
cohesiveness which is v i t a l in the e a r l y stages of a new s e r v i c e 
and made f o r easy e x p l o i t a t i o n of new funding arrangements; and 
the way in which the agency was organised to a l l o w i n t e r n a l and 
e x t e r n a l a c c o u n t a b i l i t y , r e l a t i o n s h i p with other agencies and 
maximum s t a f f support and development 

* the parents' o r g a n i s a t i o n - i t s involvement and i n f l u e n c e 

The Philosophy - Normalisation 
Since there is widespread misunderstanding of the p r i n c i p l e of n o r m a l i s a t i o n 
in B r i t a i n and so a constant r i s k of s i m p l i s t i c r e j e c t i o n , it may be worth 
some e l a b o r a t i o n . 
The most d e t a i l e d explanation and a n a l y s i s of n o r m a l i s a t i o n is found in 
the w r i t i n g of Wolfensberger 7. He d e f i n e s the p r i n c i p l e as "the 
u t i l i s a t i o n of means which are as c u l t u r a l l y normative as p o s s i b l e i n 
order to e s t a b l i s h and/or maintain personal behaviours and c h a r a c t e r i s t i c s 
which are as c u l t u r a l l y normative as p o s s i b l e " . This d e c e p t i v e l y simple 
p r i n c i p l e , together w i t h i t s major c o r r o l a r i e s , provide a conceptual 
framework of a t t i t u d e s , b e l i e f s and values which can be used i n a number 
of important ways. It can be used to sharpen our awareness of other 
i d e o l o g i e s which have up to now shaped the form and o r g a n i s a t i o n of 
s e r v i c e s f o r mentally handicapped people. More important, it can be 
used to r e - s e n s i t i s e us to our own a t t i t u d e s and behaviour towards mentally 
handicapped people, and can be used in the design of new s e r v i c e s . 
"Normalisation" is concerned w i t h our behaviour towards those who we 
define a s mentally handicapped. I t i s not i n i t s e l f a n e m p i r i c a l s t a t e 
ment. However, it is in no way i n c o n s i s t e n t with current e m p i r i c a l 
knowledge, and indeed r e q u i r e s knowledge of p r e v a i l i n g c u l t u r e , and of 
ways of maximising the development of personal and s o c i a l s k i l l s i n 
handicapped people i f i t i s t o b e a p p l i e d . 
The p r i n c i p l e is concerned w i t h both process and g o a l s , p a r t i c u l a r 
emphasis being given to the process. We are encouraged to give care
f u l thought not only to the development of adaptive behaviours by the 
handicapped person, but a l s o to how we are to f a c i l i t a t e these 
behaviours. We are encouraged to make informed choices about the methods 
and approaches we adopt, to recognise that handicaps e x i s t as much i n the 
eye of the beholder as in the "handicapped person". For these reasons, 
it is important that mentally handicapped people are presented and 
i n t e r p r e t e d to others i n a c u l t u r a l l y normative manner - as people with 
hopes, expectations and a b i l i t i e s , as members of s o c i e t y with a c o n t r i 
bution to make r a t h e r than as outcasts - and i n normative environments 
which w i l l minimise perceived " d i f f e r e n c e s " . 
There is a preventative aspect of the p r i n c i p l e . In t a l k i n g of 
"maintaining" behaviours, Wolfensberger i n d i c a t e s not only t h a t we must 



i n our programmes s u p p o r t newly e s t a b l i s h e d n o r m a t i v e b e h a v i o u r , but a l s o 
t h a t we must f u r t h e r s t r e n g t h e n normal b e h a v i o u r s in t h o s e who might 
o t h e r w i s e be c l a s s e d as handicapped. 
Whether we d e c i d e t o a p p l y t h e p r i n c i p l e o f n o r m a l i s a t i o n w i l l depend on 
v a l u e s independent o f t h e p r i n c i p l e i t s e l f . But t h o s e who w i s h t o o f f e r 
abnormal k i n d s o f s e r v i c e s h o u l d make e x p l i c i t t h e v a l u e base and t h e 
e x p e c t e d b e n e f i t s o f t h e i r a p p r o a c h . The onus i s upon t h o s e who seek 
t o m a i n t a i n "abnormal" l i v i n g e n v i r o n m e n t s f o r m e n t a l l y handicapped 
p e o p l e t o d e m o n s t r a t e t h e v a l u e o f t h e s e e n v i r o n m e n t s . I n t h e absence o f 
e v i d e n c e we a r e bound to argue t h a t we s h o u l d adopt t h e p r i n c i p l e of 
n o r m a l i s a t i o n , and use means wh i c h a r e as n o r m a t i v e as p o s s i b l e t o 
e s t a b l i s h and m a i n t a i n b e h a v i o u r s and p a t t e r n s o f l i f e f o r t h e handicapped 
p e r s o n and h i s f a m i l y w h i c h a r e a s normal a s p o s s i b l e . 

W o l f e n s b e r g e r s u g g e s t s t h a t t h e r e a r e two major a c t i o n d i m e n s i o n s t o 
n o r m a l i s a t i o n . One c o n c e r n s our i n t e r a c t i o n w i t h m e n t a l l y handicapped 
p e o p l e , w h i l e t h e o t h e r c o n c e r n s t h e way i n w h i c h t h e y a r e i n t e r p r e t e d 
o r p r e s e n t e d t o o t h e r s . H e a l s o s u g g e s t s t h a t w e can t h i n k o f 
a p p l i c a t i o n o f t h e p r i n c i p l e a t t h r e e l e v e l s _ t h e p e r s o n a l , p r i m a r y and 
i n t e r m e d i a t e s o c i a l system, and s o c i e t a l . 



Normalisation i n a c t i o n 
There i s l i t t l e doubt that an e x p l i c i t commitment to n o r m a l i s a t i o n , and 
a readiness to explore i t i n f u l l , i s one of the cornerstones of ENCOR's 
success. The commitment comes from both the agency i t s e l f and i n d i v i d u a l 
members of s t a f f i n t h e i r r e l a t i o n s h i p s w i t h mentally handicapped people. 
The commitment to normalisation i n f l u e n c e d the d e c i s i o n to adopt a system 
of dispersed r e s i d e n t i a l u n i t s , schools and workshops r a t h e r than a model 
i n which a l l three are located on a s i n g l e s i t e . The commitment to the 
greatest p o s s i b l e p h y s i c a l i n t e g r a t i o n of f a c i l i t i e s allowed ENCOR to use 
e x i s t i n g houses, schools and other property, r a t h e r than b u i l d i n g new 
ones. This d e c i s i o n was important: it ensured that u n i t s were small 
and served small s o c i a l and geographic communities; it a l s o allowed 
c l i e n t s to use s e r v i c e s a v a i l a b l e to non-handicapped members of the 
population. 
These i n i t i a l d e c i s i o n s allowed f o r an incremental development of the 
major components in a comprehensive system of s e r v i c e s . This had con
s i d e r a b l e advantages. Experience gained at one stage could be used to 
modify the next; i t was not necessary to employ and t r a i n l a r g e numbers 
of s t a f f in a short period of time; it was p o s s i b l e to provide an 
immediate demonstration of success on a small s c a l e , which could be used 
i n arguments f o r f u r t h e r resources. 
The p r i n c i p l e of n o r m a l i s a t i o n d i d more than i n f l u e n c e the o r i g i n a l p a t t e r n 
of s e r v i c e s . It a l s o helped to ensure that the system was dynamic and 
set a d i r e c t i o n f o r change. ENCOR wanted to provide the l e a s t r e s t r i c t i v e , 
most normative environments to each c l i e n t and to reach i t s ambitious t a r g e t s 
i n the most c o s t - e f f e c t i v e way i t could. So i t looked more and more to 
p r o v i d i n g a s p e c i a l i s e d s e r v i c e w i t h i n more s o c i a l l y i n t e g r a t e d s e t t i n g s . 
Instead of b u i l d i n g more homes f o r short-term r e l i e f , ENCOR turned to 
f i n d i n g "normal" homes which would provide short-term care. Instead of 
a c q u i r i n g more s t a f f e d t r a i n i n g h o s t e l s , i t developed more a c t i v e pro
grammes of support, which allowed f a m i l i e s to continue to care 
Parents are asked: "What would you need i n order to keep your c h i l d at 
home?" r a t h e r than being helped to come to terms with that c h i l d ' s 
removal. They are helped to construct and maintain both a " s t r u c t u r e 
f o r coping" and a " s t r u c t u r e f o r l i v i n g " , in Michael Bayley's terms 8. 
Where t h i s proves impossible or i n a p p r o p r i a t e , the l e a s t r e s t r i c t i v e 
a l t e r n a t i v e s are sought - adoptive or f o s t e r homes. For a d u l t s , ENCOR 
looks towards more independent ways of l i v i n g . S i m i l a r trends towards 
i n t e g r a t i o n can be seen in i t s education and work programmes. 
F i n a l l y , the p r i n c i p l e of n o r m a l i s a t i o n has been used as a b a s i s f o r a 
check l i s t which can be used to evaluate programmes - Programme A n a l y s i s 
of Service Systems (PASS). This technique has been s u c c e s s f u l i n ENCOR's 
s t a f f t r a i n i n g , in the agency's e v a l u a t i o n of i t s own s e r v i c e s and in 
e v a l u a t i o n of s e r v i c e s by consumer r e p r e s e n t a t i v e s . It is one of the 
t h i n g s that has stimulated ENCOR's con t i n u i n g s e n s i t i v i t y to the needs of 
c l i e n t s 9 . (See Appendix 6). 

The Leadership 
However sound the philosophy, there must be people who can i n t e r p r e t it 
and secure the resources to implement s e r v i c e s . Omaha had strong leaders 
among parents and the executive d i r e c t o r s of t h e i r a s s o c i a t i o n s , and among 
University-based p r o f e s s i o n a l s . This l e a d e r s h i p was f u r t h e r strengthened 
by a h i g h l y capable Executive D i r e c t o r of ENCOR, who i n turn was able to 
a t t r a c t a number of very competent A s s i s t a n t D i r e c t o r s . 



The important point is that the personnel model used had to do w i t h the 
development of p a r t i c u l a r programmes. S t a f f were s e l e c t e d f o r t h e i r 
a b i l i t y r a t h e r than because they had a p a r t i c u l a r p r o f e s s i o n a l q u a l i f i c a t i o n . 
As a new agency, ENCOR was not hamstrung by the narrow p r o f e s s i o n a l i s m 
which is so often a f e a t u r e of l o n g - e s t a b l i s h e d bodies. It was t h e r e f o r e 
able to e s t a b l i s h programme s t r u c t u r e s r a t h e r than p a r a l l e l departmental 
or p r o f e s s i o n a l ones - and to appoint people who could c o n t r i b u t e to those 
programmes, whatever t h e i r p r o f e s s i o n a l q u a l i f i c a t i o n s or l a c k of them. 
E.N.C.O.R's f i r s t Executive D i r e c t o r was a young man, under 30 years of 
age, wi t h a degree in Business A d m i n i s t r a t i o n . His successor was an 
even younger woman, aged 26 years, who had o r i g i n a l l y come to the agency 
as a volunteer, and had subsequently gained a degree in psychology. 
A s s i s t a n t D i r e c t o r s were s e l e c t e d f o r t h e i r commitment to community-based 
s e r v i c e s , and t h e i r managerial a b i l i t y . The head of the Developmental 
and V o c a t i o n a l D i v i s i o n was a psy c h o l o g i s t w i t h wide experience and know
ledge of s t r u c t u r e d teaching programmes which were developed. The 
A s s i s t a n t D i r e c t o r , R e s i d e n t i a l S e r v i c e s was a powerful divergent t h i n k e r 
who r e a l i s e d that f l e x i b i l i t y , change and above a l l progress by c l i e n t s 
through various r e s i d e n t i a l s e t t i n g s i n t o the l e a s t r e s t r i c t i v e environ
ment p o s s i b l e was the only way to combat the high c o s t s and inherent 
s t a f f i n g problems o f t r a d i t i o n a l forms o f r e s i d e n t i a l care. A t a l l l e v e l s 
w i t h i n the o r g a n i s a t i o n there was c l e a r evidence of c r e a t i v e c o n f l i c t , 
d r i v e and commitment to common goals. 

The S p e c i a l i s t Agency 
The t h i r d determinant of success was the d e c i s i o n at State l e v e l to charge 
a s i n g l e agency with the t a s k of developing the new community-based 
s e r v i c e s through autonomous l o c a l o f f i c e s . This helped ENCOR i n a number 
of ways i n i t s e a r l y stages. I t made implementation of the d e t a i l e d 
plans e a s i e r : o p e r a t i o n a l p o l i c i e s could be formulated without p r o t r a c t e d 
n e g o t i a t i o n s with a number of other agencies and without hindrance from 
e x i s t i n g p r o f e s s i o n a l r o l e s t r u c t u r e s . New plans could be drawn up 
r a p i d l y , d e c i s i o n s about p r i o r i t i e s e s t a b l i s h e d without reference to con
f l i c t i n g claims from other c l i e n t groups, and a p p l i c a t i o n made f o r funds 
from p r e v i o u s l y unexploited Federal Agencies. At personal and i n t e r 
personal l e v e l s , it was p o s s i b l e to develop a new ideology, a singleness 
of purpose and a cohesiveness which would have grown much more slowly 
between a number of people dispersed through generic agencies; there was 
no other demand on s t a f f ' s time or exposure to p r o f e s s i o n a l s who d i d not 
share t h e i r optimism, as there would have been if they had been in a 
generic s e t t i n g . 
F i n a l l y , the establishment of a s i n g l e agency made f o r the e a s i e r 
s p e c i f i c a t i o n of short-term and long-term g o a l s , a c l e a r e r a l l o c a t i o n of 
r e s p o n s i b i l i t y to groups of s t a f f f o r a c h i e v i n g these g o a l s , and so the 
p o s s i b i l i t y o f developing i n t e r n a l and p u b l i c a c c o u n t a b i l i t y . 
It should, however, be emphasised that a s i n g l e agency model does not in 
any way guarantee good q u a l i t y s e r v i c e , a c c o u n t a b i l i t y or adaptive change 
and improvement i n s e r v i c e s . Without the i d e o l o g i c a l base and s k i l l e d 
l e a d e r ship already described, even community-based s e r v i c e s could have 
become bureau c r a t i c and s t a t i c , r e s t r i c t i v e to the growth of mentally 
handicapped people and t h e i r f a m i l i e s . What made ENCOR unique and 
ensured i t s success was i t s commitment to planned development towards 
s e r v i c e s which are equal or s u p e r i o r in e f f e c t i v e n e s s to the s p e c i a l or 
segregated s e r v i c e s . ENCOR d i d not seek to d u p l i c a t e any e x i s t i n g 
s e r v i c e s which i t considered were of a reasonable q u a l i t y . When i t 
moved c l i e n t s i n t o i n t e g r a t e d schools or work s i t u a t i o n s , i t ensured 



s p e c i a l i s t support; colleagues i n ENCOR i n turn provided c o n t i n u i n g 
support f o r those who went as resource personnel i n t o generic agencies. 

The Parents' Organisation 
At the beginning of our paper, we discussed the major part played by 
i n d i v i d u a l parents and t h e i r o r g a n i s a t i o n s . They had helped to create 
a c l i m a t e f o r r a d i c a l change; they put t h e i r ideas i n t o the plans, lobbied 
p u b l i c l y to create i n t e r e s t among e l e c t e d r e p r e s e n t a t i v e s at State and 
County l e v e l and ensured that the necessary l e g i s l a t i o n was introduced. 
But having achieved t h i s q u i t e remarkable success, the parents d i d not 
simply fade out. Their strong and c o n t i n u i n g i n f l u e n c e both l o c a l l y and 
through the Greater Omaha and Nebraska A s s o c i a t i o n s f o r Retarded C i t i z e n s 
not only c o n t r i b u t e d to some major s e r v i c e developments, but a l s o ensured 
ENCOR's continued existence through severe p o l i t i c a l and economic 
d i f f i c u l t i e s . How d i d the parents exert t h i s i n f l u e n c e ? 
In the f i r s t p l a c e , they had r e p r e s e n t a t i o n on ENCOR's governing board and 
on the advisory committee which advised both the board and i t s executive 
d i r e c t o r . This ensured c r i t i c a l examination of ENCOR's performance and 
o f i t s plans. 
Secondly, small groups were e s t a b l i s h e d i n each area to v i s i t the l o c a l 
u n i t s and to d i s c u s s problems with c l i e n t s , t h e i r r e p r e s e n t a t i v e s and 
s t a f f . On the whole, the c o n s t r u c t i v e c r i t i c i s m o f f e r e d by parents' 
groups seems to have been w e l l accepted by s t a f f at ground f l o o r l e v e l , 
both because it was u s u a l l y w e l l informed and because the s t a f f saw 
parents as a l l i e s i n pressing f o r change at other l e v e l s w i t h i n the 
o r g a n i s a t i o n . 
E q u a l l y important, parents and agency shared a common philosophy and a 
common language. This was w e l l demonstrated when one of us (DT) was 
able t o s i t on a t r a i n i n g session designed to make parents f a m i l i a r w i t h 
PASS. Here were parents l e a r n i n g along with ENCOR s t a f f to use a h i g h l y 
d e t a i l e d and s o p h i s t i c a t e d e v a l u a t i o n method, with which they would be 
able to bring o b j e c t i v i t y to t h e i r assessment of the q u a l i t y of s e r v i c e 
being o f f e r e d . 
F o u r t h l y , the parents' o r g a n i s a t i o n was able to augment the a c t i v i t i e s 
of the agency not by attempting to provide revenue-intensive s e r v i c e s -
they had given t h i s up at an e a r l y stage - but by p r o v i d i n g an information 
s e r v i c e to new parents, by o f f e r i n g i n d i v i d u a l parent to parent support, 
by organising volunteers and a s s i s t i n g in the development of c i t i z e n 
advocacy programmes. 
F i n a l l y , the parents maintained an a c t i v e r o l e as a p o l i t i c a l pressure 
group at County and State l e v e l . They had helped to promote the Right 
to Education B i l l - which helped ENCOR i n i t s push t o get i t s c h i l d r e n 
from s p e c i a l schools i n t o mainstream education. They had a l s o fought 
hard to r e s i s t budget cuts in 1975. In 1976, they determined that 
ENCOR's hard-won and s u c c e s s f u l innovations i n community care should not 
be negated by r e a c t i o n a r y p r o f e s s i o n a l counter-pressures or by short-term 
p o l i t i c a l expediency. 

Facing problems - money and morale 
I t i s evident to v i s i t o r s that one important component i s missing i n 
ENCOR's s e r v i c e . I t cannot c l a i m to provide a comprehensive s e r v i c e 
u n t i l i t can accommodate the most severely and multiply-handicapped 
a d u l t s of i t s regions; t h i s i s the one area where i t has not yet shown 
that n o r m a l i s a t i o n works. But t h i s i s not because i t has f a i l e d . I t i s 



because it has not yet had the chance to t r y . The Adult Multi-handicapped 
Unit was set up at the beginning of 1976 to do the same f o r a d u l t s that 
the Developmental Maximation Unit had already done so s u c c e s s f u l l y f o r 
c h i l d r e n - to provide assessment, t r a i n i n g and placement f o r those on 
t h e i r way from the State I n s t i t u t i o n to more normal s e t t i n g s . The adult 
unit never had more than 2 c l i e n t s , because i n mid-1978, i t had to be 
scrapped f o r lack of money. 
This was one of the most s i g n i f i c a n t c a s u a l t i e s of the c u t s . As we have 
seen, these cuts had a d r a s t i c e f f e c t on s e r v i c e s . As a r e s u l t of them, 
d i r e c t l y or i n d i r e c t l y , a l l the executive s t a f f resigned [and were 
rep l a c e d ) , between 1975 and 1976. In a d d i t i o n , almost a l l the p r o f e s s i o n a l 
s t a f f were twice threatened with redundancy - they a l l l e f t and only some 
have been replaced. Many other s t a f f - p a r t i c u l a r l y advisors i n the 
Family Guidance D i v i s i o n - were made redundant. Morale has c l e a r l y 
s u f f e r e d . ENCOR fought against the cuts - m o b i l i s i n g p u b l i c o p i n i o n , 
marching in the s t r e e t s - and they l o s t the f i g h t . 
The b a t t l e was about more than money. The governing board had decided 
that it should d i c t a t e not only the o v e r a l l c u t s , but on which s e r v i c e s 
the axe should f a l l . For some time before, the Board had been chipping 
away at the power of the executive s t a f f ' ; when these people were 
replaced, there was a f e e l i n g both w i t h i n ENCOR and outside i t that the 
new s t a f f were chosen as l i k e l y to toe the Board's l i n e , r a t h e r than 
being n e c e s s a r i l y the best people f o r the job. Whether t h i s is true or 
not, morale i s s u f f e r i n g because some members of s t a f f b e l i e v e i t . 
There i s , in a d d i t i o n , a lack of l e a d e r s h i p : there was only a 
"temporary d i r e c t o r " between March 1976 and February 1977 and between 
then and A p r i l , no d i r e c t o r at a l l . S t a f f at lower l e v e l s of management 
f e l t , i n 1977, that they were g e t t i n g very l i t t l e support. 
Turnover of s t a f f is a l s o - not s u r p r i s i n g l y - a problem in the r e s i d e n t i a l 
d i v i s i o n . Although w r i t t e n f i g u r e s on t h i s turnover were not a v a i l a b l e , 
i t seems that three years ago, t h i s turnover was nearly 60% per year 
among f u l l - t i m e s t a f f and 100% among part-time s t a f f . C e r t a i n l y a large 
number of r e s i d e n t i a l s t a f f are students or people who have only r e c e n t l y 
l e f t c o l l e g e . There i s al s o c e r t a i n l y f a r l e s s turnover among managers 
and deputy managers of r e s i d e n t i a l c l u s t e r s . 
The d r i v e and i n i t i a t i v e of people i n any o r g a n i s a t i o n must c l e a r l y be 
a f f e c t e d by f i n a n c i a l problems and constant s t a f f changes. Some people 
i n t h i s country have wondered whether ENCOR w i l l be able to keep i t s 
i n i t i a l d r i v e - indeed, i t i s hard to avoid the impression that some have 
p o s i t i v e l y hoped i t w i l l not. For pe s s i m i s t s and those who wish to 
ignore i t s importance, ENCOR i s c e r t a i n l y showing some signs of t i r e d n e s s . 
In 1977, some people there f e l t that the o r g a n i s a t i o n was o s s i f y i n g -
and that those at the top were t a k i n g some of i t s ways of working too 
much f o r granted. " A l t e r n a t i v e l i v i n g u n i t s " , f o r i n s t a n c e , are now 
being seen as one p a r t i c u l a r type of accommodation, r a t h e r than a concept 
designed to make people t h i n k about new ways to provide accommodation. 
ENCOR i s at r i s k of r e s t i n g on i t s l a u r e l s - which i s perhaps hardly 
s u r p r i s i n g , i n view o f the very large c o l l e c t i o n o f l a u r e l s i t has. 
There i s nothing, of course, which d i c t a t e s that ENCOR should, having 
pioneered so much, continue to remain in the vanguard. But it is 
c e r t a i n l y showing signs of determination to do so. The new planning 
group, set up in A p r i l 1977, was mentioned both w i t h i n the o r g a n i s a t i o n 
and i n the l o c a l consumer group, GOARC, as a hopeful sign f o r the 
f u t u r e : there seemed to be a great deal of f a i t h that i t would not allow 
ENCOR to get stuck i n a r u t . Although the f u t u r e may not b r i n g much more 



money, there are already i n d i c a t i o n s that i t w i l l b r i n g improved morale. 

ENCOR's LESSONS FOR BRITAIN 
Since i t began, ENCOR has succeeded i n developing a wide range of 
" a l t e r n a t i v e " community-based s e r v i c e s f o r mentally handicapped people. 
These s e r v i c e s have grown in q u a n t i t y arid q u a l i t y at a r a t e which is un
precedented in e i t h e r B r i t a i n or the USA. 
The sense of excitement we experienced during our v i s i t s , and experience 
even now, is not easy to convey. As a comprehensive network of s e r v i c e s , 
ENCOR represents a serious challenge to a l l other programmes f o r mentally 
handicapped people of which we have knowledge or d i r e c t experience. 
ENCOR and i t s s t a f f a l s o challenge at a more personal l e v e l . They 
challenged some of our own more r e s t r i c t i v e stereotypes about mentally 
handicapped people and the form and o r g a n i s a t i o n of s e r v i c e s f o r them. 
This i s not to say that there are no i n d i v i d u a l components of B r i t i s h 
s e r v i c e s to compare favourably with ENCOR's programmes - or which may 
indeed be s u p e r i o r to parts of these. There are work t r a i n i n g and 
f u r t h e r education programmes i n a d u l t t r a i n i n g centres i n t h i s country 
which compare w e l l w i t h those we v i s i t e d i n Omaha. The "work s t a t i o n s " 
in i n d u s t r y were s i m i l a r in conception and implementation to those 
developed in parts of England and Wales. The q u a l i t y of the teaching 
programmes i n the ENCOR developmental centres was not s u p e r i o r to that i n 
a number of s p e c i a l schools i n t h i s country. The care and t r a i n i n g f o r 
r e s i d e n t s i n t r a i n i n g residences i n Omaha was not n e c e s s a r i l y b e t t e r than 
that provided i n our b e t t e r c h i l d r e n ' s homes and small a d u l t h o s t e l s . 
It is often s a i d that comparisons between our own s e r v i c e s and those in 
other c o u n t r i e s serve no u s e f u l purpose, because of major h i s t o r i c a l , 
c u l t u r a l and a d m i n i s t r a t i v e d i f f e r e n c e s . There are, of course, important 
d i f f e r e n c e s i n the p o l i t i c a l s t r u c t u r e , i n the funding and o r g a n i s a t i o n 
of v a rious human s e r v i c e agencies, and i n the development of p r o f e s s i o n a l 
groups involved in the care of mentally handicapped people. A Federal 
system of Government has advantages if one wishes to innovate w i t h i n a 
p a r t i c u l a r State. There are e s t a b l i s h e d procedures f o r the i n t r o d u c t i o n 
of s p e c i a l agencies which can demonstrate a new p a t t e r n of s e r v i c e s and 
then be absorbed i n t o e x i s t i n g generic agencies. American parent and 
consumer groups accept t h e i r p o l i t i c a l r o l e more e a s i l y than do comparable 
groups here; they are able to use the courts in t h e i r b a t t l e s with State 
Government. Eastern Nebraska c l e a r l y has i t s own d i f f e r e n c e s as w e l l : 
there i s , f o r i n s t a n c e , more property to l e t than i n t h i s country and, i n 
1970, a surplus of t r a i n e d teachers. 

However, the concepts, many of the s e r v i c e models and the d r i v e and 
enthusiasm of ENCOR could and, we b e l i e v e must, be created i n the UK. 
There i s already evidence of a f a i r l y fundamental r e t h i n k i n g of our 
s t r a t e g i e s f o r developing comprehensive community-based s e r v i c e s f o r 
mentally handicapped people - and indeed, a l l developmentally d i s a b l e d 
groups. ENCOR's experience can c o n t r i b u t e to t h i s reassessment. 
Many of the lessons we can l e a r n from ENCOR are evident i n the d e s c r i p t i o n 
of what the agency has achieved and the way it has gone about i t s work. 
The basic lesson i s that r e a l change w i l l only come about i f i t i s the 
expression of a philosophy which a s s e r t s the r i g h t and the c a p a b i l i t y of 
mentally handicapped people to become part of the s o c i e t y i n t o which they 
were born. V i s i t o r s to ENCOR must be struck by the unashamed, e x p l i c i t 
m o r a l i t y of the s e r v i c e . They w i l l be p a r t i c u l a r l y s t r u c k i f they come 
from B r i t a i n , f o r our approach tends r a t h e r to be c o l d and e m p i r i c a l . 



I f we s t a r t t a l k i n g of s o c i a l and personal values, people become un
comfortable. ENCOR's personnel are not ashamed to t a l k o f , and to 
work by, these values. They reach an understanding of themselves 
through t h e i r work and they are not ashamed to say so. 
This approach does not come haphazardly, ENCOR's e x p l i c i t philosophy 
of no r m a l i s a t i o n i s explained to every member of s t a f f . I t s s t a f f t r a i n i n g , 
as we have seen, has always been thorough and imaginative. ENCOR s t a f f 
have always been s e l f - c r i t i c a l and encouraged parent and consumer 
or g a n i s a t i o n s to be c r i t i c a l of t h e i r s e r v i c e s as w e l l . They have even, 
i n PASS, provided them with a c r i t i c a l t o o l . There i s s u r e l y a second 
lesson f o r B r i t a i n i n these approaches. 
As t h i s report makes c l e a r , the p h i l o s o p h i c a l p o s i t i o n on which ENCOR and 
i t s s t a f f base t h e i r work leads to anything but woolly a p p l i c a t i o n . A 
t h i r d lesson of the ser v i c e f o r us must be that many things are p o s s i b l e 
if enough sheer hard work goes i n t o the implementation of ideas. There 
i s l i t t l e which has been random i n ENCOR's development of s e r v i c e s ; i n 
t h i s , i t c o n t r a s t s s t r o n g l y w i t h the haphazard development o f s e r v i c e s 
i n t h i s country. The f a c t t h a t , f o r i n s t a n c e , Regional Health A u t h o r i t i e s , 
f i v e years a f t e r the p u b l i c a t i o n o f "Better S e r v i c e s f o r the Mentally 
Handicapped", s t i l l showed a d i r e c t i o n which was " d i f f u s e , v a r i a b l e and 
unc e r t a i n " , while planning procedures were s t i l l " c l e a r l y inadequate to 
ensure that f u t u r e developments w i l l lead to a coherent and coordinated 
p a t t e r n of s e r v i c e s , geared to the needs of mentally handicapped people", 
would s u r e l y be greeted w i t h amazement i n Omaha. 1 0 While planners and 
providers o f s e r v i c e s i n B r i t a i n indulge i n t a l k o f "community-based 
s e r v i c e s " which i n some quarters can even includ e large h o s p i t a l s , ENCOR 
is c r e a t i n g a community s e r v i c e . It has not been a f r a i d to lobby hard 
f o r what it wants and to ensure that parents and p r o f e s s i o n a l workers 
f i g h t together. There is a lesson in that determination and that u n i t y 
as w e l l . 

This i s not to say that ENCOR's approach i s dogmatic. One of the most 
impressive aspects of i t s record has been i t s a b i l i t y to admit that i t s 
o r i g i n a l ideas were s i m p l i s t i c or o v e r - r e s t r i c t i v e . I t s development of 
r e s i d e n t i a l a l t e r n a t i v e s to the small community home i s the most s t r i k i n g 
example of t h i s ; compare and con t r a s t the way i n which most a u t h o r i t i e s 
i n t h i s country seem stuck w i t h the p u r p o s e - b u i l t h o s t e l , o f f e r i n g up to 
24 places. The f l e x i b i l i t y of ENCOR, i t s w i l l i n g n e s s to throw over 
conventional p r o f e s s i o n a l leadership assumptions, to push f u r t h e r the 
l o g i c of i t s own philosophy, must s u r e l y be a f i f t h important lesson 
f o r us. 
Nor does t h i s mean, as i t e a s i l y might, that ENCOR has i n f l a t e d notions 
o f i t s own c o n t r i b u t i o n t o the l i v e s o f i t s c l i e n t s . I t recognised 
very e a r l y on that n o r m a l i s a t i o n demanded t h a t , whenever p o s s i b l e , c l i e n t s 
should get the help they need through e x i s t i n g generic patterns of 
s e r v i c e . As i t s developing s e r v i c e s show, i t s aim is always to enable 
the c l i e n t to get the best s e r v i c e p o s s i b l e , w i t h help from ENCOR s t a f f 
as necessary, in the most "normal" s e t t i n g p o s s i b l e . There is a lesson 
to be learned from t h i s approach in a country which i n s i s t s on segregated 
schools, work programmes and r e s i d e n t i a l homes as the major component 
of s e r v i c e s , with a l l the emphasis on the " d i f f e r e n c e " of mentally handi
capped people that these b r i n g i n t h e i r wake. 
A l l these lessons should b e a p p l i e d t o B r i t i s h s e r v i c e s , w i t h i n the 
e x i s t i n g s t r u c t u r e . The recent i n t r o d u c t i o n of Health Care Planning 
Teams, which should b r i n g together r e p r e s e n t a t i v e s from a l l h e a l t h and 
l o c a l a u t h o r i t y s e r v i c e s concerned w i t h mentally handicapped people, makes 
planning a comprehensive s e r v i c e , of the sort that ENCOR provi d e s , 



p e r f e c t l y p o s s i b l e . What we need i s a commitment to i n t r o d u c i n g such a 
s e r v i c e , through c a r e f u l l y planned and evaluated l o c a l i n i t i a t i v e s . We 
need those w i t h l o c a l r e s p o n s i b i l i t y to study c a r e f u l l y the c o n t r i b u t i o n 
of ENCOR, to v i s i t i t s s e r v i c e s , and to l e a r n from them. 
F i n a l l y , we should remember that whatever ENCOR does, i t t r i e s to do i n 
the best i n t e r e s t s not of the o r g a n i s a t i o n but of the mentally handicapped 
person i t serves. I t has seized the concept of i n d i v i d u a l programme 
planning as a valuable t o o l to ensure t h a t the mentally handicapped 
person is always at the centre of the stage. We are back to the p h i l o 
s o p h i c a l s t a r t : ENCOR b e l i e v e s that mentally handicapped people have the 
r i g h t and the a b i l i t y t o c o n t r i b u t e t o t h e i r s o c i e t y . Perhaps that i s 
the most important lesson of a l l . 
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APPENDIX 1

Clients served:

Children In year; 630
Using one or more s8rvices~ 1.7.76;

Adu lts (over 18) In year; 605
Using one or more services on 1.7.76;

322

486.

Clients served, by service

Service Children* Adults* Total*

Residential 131 157 288
Developmental 220 0 220
Guidance 601 601 1,202
Specialized Services 222 250 472
Transportation 396 228 624
Recreation (until November) 162 329 491
Motor Development Services 211 101 312
Vocational 5 312 317

*Note: Clients were counted in every service that they received
throughout the fiscal year.

VOCATIONAL DIVISION

Clients servad and staff - 1976

Benson ITC
Fremont ITC
Northeast ITC
South ITC
Bellevue ITC

WORK STAHONS

Clients

61
41
35
39
31

% multi
handicapped

23%
29
23
33
40

Staff
(Admin i strat i ve

and line)

18
12

6
10

8

Lozier's (2) (Manufacturing)
Holiday Inn (Housekeeping)
Geisler Pet Products (Packaging)
Nebraska Methodist Hosp.

(Dish washing)
Univ. of Neb.Med.Centre (Janitorial)
E.Nebraska Human Service Agency (n)

ALL WORK STATIONS

33
6

13

14
10

3

79 17%

2
1
1

1
1
1

9
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APPENDIX 1 [continued)

EDUCATIONAL SERVICES (1976)

Staff
Supervisory Line

Coordinated Early Education (CEEP)

Home Training
Itinerant DMU Services
Cooperative Classrooms
Cooperative Outreach
Integrated pre-schools (regular)
Travelling Resource Services

School Programme
Fremont School

Educational Services Admin.
II "Team

CEEP
Fremont

1
1
2

Children

62(65)"

7
2

15
5

30
7

7

o
o

20
3

Support

3***
6
o
o

": figures in parentheses include children receiVing more than one
service.

"': support staff serve entire division
•••• : supervisor also has teaching responsibilities

RESIDENTIAL DIVISION

Waiting List for ENCDR Residential Services, 1975

The total was sUbstantially unchanged in April 1977. 42 of these people
were multi-handicapped; about 20 of the children would need initial placement
in OMU or similar unit.

Present Placement Children Adults Total

Beatrice State Home 54 247 301
Community 53 133 186
Lincoln Regional Center 6 38 44'
Hastings Regional Center 7 0 7
Norfolk Regional Center 0 11 11*
Nebraska Penal Complex 0 14 14'
OMR-BSH Placement Study 0 151" 151'

714

': no assessment has been made of the eligibility of these individuals
for ENCOR services or the appropriateness of residential services
for them

••. 96 of these are in nursing homes and 50 of those are under 65
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AI 'I'I NOIX ], (mmtinuerJJ

Residential Services Provided

Clients
% multi

hand icapped

Staff
(administrative

& line J

5

1/2
7
5
3
5
1
7
4
5
4
4
9
5
1
1
6
7

2
4
2
2
3
3
3
1
7

10
6
6
6
3
2

100%
90
o
o

100
87
50
22
33

5
o

25

100
57

100
100

a
11
50
o
o

50

100
66
25
10
40
o
o

5
7
2
2
2
9
2
3
3
2

5
8
2
9
3

19
6
4

4
5
3
2

5
12

8
10

5
5
2

CORE
ALUs
CORE

ALU

Adult
Adult
Adult

CORE
ALUs
Adult

Cass/Sarpy Area:
Bellevue Children's CORE Residen.
Cass/Sarpy Children's ALUs
Cass/Sarpy Adult CORE
Cass/Sarpy Adult CORE
Dodge/Washington Area:
Fremont Children's CORE
Fremont Children's ALUs
Blair Adult CORE
Blair Adult ALUs
Fremont Adult CORE
Fremont Adult ALUs
Blair Adult CORE
Blair Adult ALU
Central/Northwest Area:
Hamilton Children's CORE
Hamilton Children's ALUs
Myott Park Children's CORE
Myott Park ALU
Central/Northwest
Central/Northwest
Central/Northwest
Chicago Adult ALU
Central/Northwest Adult CORE
Central/Northwest Adult ALU
North/Northeast Area:
Cuming Children's CORE
Cuming Children's ALUs
Burt Adult CORE
Burt Adult ALUs
Hawthorne Adult
Hawthorne Adult
North/Northeast

South/Southwest Area:
South/Southwest Children's CORE
South/Southwest Children's ALU
South/Southwest Children's ALU
Harrison Adult CORE
Harrison Adult ALUs
Harney Adult CORE
Harney Adult ALUs
Specialized Accommodation Area:
Crisis Residence
Crisis Homes
OMU (Development Maximation Unit)
Structured Correctional Adminis.
structured Correctional CORE
Structured Correctional CORE
Structured Correctional CORE

4
2
5
4
5
8

11

14
3

16

2
3
2

50
100
40
50
20
37
54

57
33

100

a
33
50

1/2
4
1
4
3
3
5
4
2
7
2

16
2
6
5
5

N.B: A 'CORE' is a training hostel for a cluster of houses in an area.
An 'ALU' isei.ther a staffed or superVised house ("alternative liVing unit")
These fieures eroup all clients and staff in all the ALUs in one cluster.
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APPENDIX 1 (continued)

BREAKDOWN OF ACCOMMODATION AND CLIENTS
IN ONE AREA (DODGE/WASHINGTON COUNTIES, 1977)

24 Houses:

4 Training houses (or 'core' hostel) for a 'cluster' of houses)
10 Staffed houses

8 Un staffed houses (distant supervision)
2 Foster families ('Home Teachers')

47 Clients served: (40 adults, 7 children)

14 in the 4 Core hostels
20 in the 10 Staffed houses
11 in the 8 Unstaffed houses

2 Children fostered with home teachers

Number of staff: 40

Area Coordinator 1
Cluster Manager 3
Assistant Manager 5
Residential Assistant 19 full time,
Residential Assooiate 10 full time,
Home teachers 2

(foster families)

4 part time (work in core hostels)
1 part time (work in staffed houses

and provide supervision
to clients in un staffed
houses)



APPENDIX 2:

TOTAL CLIENTS (active and 'follow along' clients only) = 798

Level of retardation Total Age 0-5 6-15 16-20 21+-
Borderline retardation' 54 7 9 9 44
Mild retardation 298 42 30 38 188
Moderate retardation 214 28 41 27 118
Severe retardation 143 24 48 26 45
Profound retardation 16 5 6 3 2
Not determined" 58 16 15 10 17

798 122 149 113 414

, Includes individuals admitted to ENCOR from Beatrice before 1974, who were
not mentally retarded but who needed ENCOR services.

" Includes infants for whom the evaluator has been reluctant to assign a
level of retardation; persons who have had injuries with resulting
retardation, but who have not recovered sUfficiently to test or assign a
level of retardation) persons for whom no recent psychological
evaluation is available, including clients discharged from Beatrice
several years ago and living qUite independently; and some persons on
'follow along' status.

Additional Handicaps

Percentages: All ages 0-5 6-15 16-20 21+

Convulsive disorders 24.5 34 32 23 20
Hearing impairments or
deafness 13.0 20 17 12 12

Visual impairments or
blindness 32.0 37 27 29 39

Speech and language
impairments 59.6 72 78 65 47

Behaviour disorders 25.0 4 21 32 31
Cerebral palsy or scoliosis,

motor impairments 25.0 38 36 22 18
Cannot walk 7.4 16 14 4 3
Physical handicap 9.5 11 19 8 6
Other health impairments 20.3 25 20 19 19
No secondary handicaps 12.03 9 11 12 13
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APPENDIX 3:

ENCoR's budget for fiscal year 1976-77 is $5.54 million

Administrative Services'"

Residential Services

Educational Services

Guidance Services

Vocational Services

TOTAL

FUNDING SOURCES:

Funding sources for the 1976-77 budget are:

County

State Office of Mental Retardation

Title XX (Federal)

Other

TOTAL

$ 975,867

$2,233,790

$ 599,939

$ 363,954

$1,368,447

$5,541,997

$ 576,190

$1,830,133

$2,470,725

$ 664,949

$5,541,997

(Approved)

Local funds -- including county money, private donations, parent payments,
volunteer time, and state appropriations -- draw federal dollars through
"matching" provisions of Title XX of the Social Security Act .

••• Includes amount paid by ENCOR to Eastern Nebraska Human Services
Agency for administerative services.



APPENDIX 4: EXTRACT FROM "LESS RESTRICTIVE ALTERNATIVES IN RESIDENTIAL 
SERVICES" ED SKARNULIS (UNPUBLISHED PAPER) 

At the end of 1973 the costs of operating our group homes were 
becoming almost p r o h i b i t i v e . The st a r t - u p c o s t s i n c l u d i n g renovation, f i r e 
alarm system, h i r i n g and t r a i n i n g of s t a f f , e t c . , were beginning to approach 
the $20-30,000 mark.. Our costs of s e r v i c e s are used i n t h i s paper f o r 
demonstration purposes only. Their value f o r one-on-one comparison with 
other communities i s probably n i l . Local labour c o n d i t i o n s , s a l a r y 
schedules, i n f l a t i o n , e t c . , make i t impossible to justapose ours with yours. 
The f i g u r e s are given to i l l u s t r a t e how a f l e x i b l e system can a l s o be c o s t -
e f f e c t i v e and. to lend c r e d i b i l i t y to our arguments. R a t i o s would probably 
work j u s t as w e l l . The per-person-per-day cost in our c h i l d r e n ' s residences 
were running about $25 and in the adult residences from $10 to $15. Because 
there were no other a l t e r n a t i v e s f o r severely or profoundly r e t a r d l y a d u l t s and 
because the n a t u r a l parents of many of our c h i l d r e n r e s i s t e d placement of t h e i r 
c h i l d i n a "developmental home'' with another couple, most of the i n d i v i d u a l s i n 
our group homes stayed there. Movement of people i n t o these residences, both 
from the s t a t e i n s t i t u t i o n and from the community, became impossible. They 
had become permanent "homes". S t a f f members who were i n i t i a l l y e nergetic 
and e n t h u s i a s t i c about p r o v i d i n g t r a i n i n g and programming f o r c l i e n t s l o s t t h e i r 
enthusiastiasm a f t e r those c l i e n t s had remained in the residence f o r f o u r to 
f i v e years. C h i l d r e n and a d u l t s who had made r a p i d developmental gains 
a f t e r l e a v i n g the i n s t i t u t i o n and en t e r i n g t h i s more normal environment, began 
to adopt new behaviours, some of them i n a p p r o p r i a t e , because they were i n 
such c l o s e proximity to other mentally retarded persons seven days a week 
over a long period of time. Contrary to o r i g i n a l p r e d i c t i o n s , our c h i l d r e n 
and a d u l t s were not being a s s i m i l a t e d i n t o the community, at l e a s t not in 
t h e i r immediate neighbourhood. The groups were s t i l l too large f o r such 
i n t e g r a t i o n . Many parents became apat h e t i c and complacent, and although the 
c h i l d r e n were i n t h e i r home communities, they were no more w i l l i n g to take 
them back to the n a t u r a l home than i f the c h i l d had been l e f t at the st a t e 
i n s t i t u t i o n 140 miles away. In f a c t , attempts to place some of our c h i l d r e n 
i n developmental homes were a n g r i l y r e s i s t e d by a few parents. Even i n some 
of our expensive, s p e c i a l i s e d u n i t s , such as a medical u n i t f o r the m u l t i p l e 
handicapped c h i l d , parents were r e s i s t i v e to any kind of movement, f o r example 
to a more normal c h i l d r e n ' s group home. We erred g r i e v i o u s l y by making a l l 
of our residences seven-day t r a i n i n g residences. Parents d i d not take t h e i r 
sons or daughters home on weekends or holidays and s t a f f i n g patterns became 
a nightmare. We were compelled to provide coverage around the c l o c k . 

We a l s o discovered that our a b i l i t y to r e c r u i t r e s i d e n t i a l employees, the 
q u a l i t y of those employees, and the turn-over r a t e of r e s i d e n t i a l s t a f f were 
serious problems. During the l a s t s i x months of 1973, we had a turn-over 
r a t e of 100% f o r part-time employees and about 60% f o r f u l l - t i m e s t a f f . 
S a l a r i e s were a t r o c i o u s ($400 per month f o r a houseparent couple who were 
p u t t i n g i n upwards of 80-100 hours per week). The number of s t a f f assigned 
to residences was below what it should have been. In summary, we had had 
many of our high hopes about group residences dashed to the ground, we were 
headed toward s u b s t i t u t i n g a "mini i n s t i t u t i o n " f o r the depersonalised large 
i n s t i t u t i o n , and in meeting the needs of one de-valued e x p l o i t e d group (the 
mentally r e t a r d e d ) , we created another de-valued e x p l o i t e d group ( r e s i d e n t i a l 
s e r v i c e s t a f f members). We had "stumbled over the be t t e r on the way to the 
best." 

The same r i g i d p a t t e r n s , d i f f e r e n t i n kind but not degree, were beginning 
t o develop with our apartments f o r a d u l t s . F i r s t , entry requirements were 



set up. They included such t h i n g s as: (1) must have a l l s e l f - h e l p s k i l l s ; 
(2) must be able to use p u b l i c t r a n s p o r t a t i o n ; (3) must be independently 
employed; (4) must be capable of independent l i v i n g ; (5) must be able to 
handle money. In e f f e c t , we very n e a t l y excluded any person who happened to 
be moderately, severely or profoundly retarded or who had not yet developed 
one o r a l l o f those s k i l l s . 

Terminology began to get us i n t o t r o u b l e . One apartment group was asked 
to leave (on short n o t i c e ) by the l a n d l o r d . They were compelled to take what 
was a v a i l a b l e in the community, so they found a s i n g l e - f a m i l y house which 
seemed i d e a l and rented the place. In another i n s t a n c e , we found an 
apartment complex with two-three bedroom apartments a v a i l a b l e on the f i r s t 
and second f l o o r s . At the time we happened to have a f u l l - t i m e s t a f f member 
a v a i l a b l e , so we had her l i v e i n the f i r s t f l o o r apartment with two severely 
retarded c l i e n t s and placed three more capable c l i e n t s i n the second f l o o r 
apartment. We assigned a r e l i e f s t a f f member to work f o r her. What kind of 
a l t e r n a t i v e s were these? Neither group homes nor "apartments". 

However, the problems we faced w i t h developmental home expansion were 
somewhat more s e r i o u s . A f t e r we reached 12 developmental homes, we studied 
the population that was being served and discovered t h a t almost a l l of the 
c h i l d r e n were wards of the s t a t e . C h i l d r e n whose n a t u r a l parents were s t i l l 
i n v o l v e d were not being placed i n such homes. Although we used many develop
mental home parents i n c r i s i s homes, many more were not w i l l i n g to make a 
semi-adoptive type of commitment, and we t h e r e f o r e had to exclude very capable 
and i n t e r e s t e d couples. T h i s , in the face of our i n a b i l i t y to set up a 
s u f f i c i e n t number of group residences, and i n the face of our knowledge that 
70 c h i l d r e n from our region remained in s t a t e i n s t i t u t i o n s . And the prospects 
f o r group residences were not g e t t i n g b e t t e r . Across the country we read of 
the d i f f i c u l t i e s that agencies were experiencing because of zoning codes, 
neighbour o p p o s i t i o n and the l i k e . Although we had encountered no problems 
u n t i l then, i n 1973 we too ran i n t o s t i f f o p p o s i t i o n i n one of our communities. 
The process of g e t t i n g that one c h i l d r e n ' s residence e s t a b l i s h e d drained our 
a d m i n i s t r a t i v e s t a f f dry. A couple of country commissioners who make up the 
Governing Board of E.N.C.O.R. were becoming more and more hesi t a n t to commit 
t h e i r counties to l e a s i n g or purchasing f o r what seemed to be an endless 
number of p h y s i c a l f a c i l i t i e s -- group homes (54 were envisioned by the 
Douglas County P l a n ) , o f f i c e s , developmental c e n t r e s , v o c a t i o n a l c e n t r e s , etc. 
By the end of 1973, we had 42 b u i l d i n g s in the f i v e county r e g i o n . Every 
new lease or purchase became more d i f f i c u l t to " s e l l " to our Governing Board. 

The length of time from l o c a t i n g a residence to opening i t s doors grew 
longer and longer. Having received approval f o r establishment of a residence 
from our Governing Board and County Commissioners, renovated the house, 
i n s t a l l e d f i r s t alarm systems, and l i c e n s e d the p l a c e , the time l a g was nine 
months from s t a r t to f i n i s h . Obviously, t h i s a l s o caused planning problems 
i n a 12 month f i s c a l year. The R e s i d e n t i a l S e r v i c e s D i v i s i o n employees 
experienced a sense of despair and f r u s t r a t i o n because parents and c o u n s e l l o r s 
were i d e n t i f y i n g ever i n c r e a s i n g numbers of people who needed the s e r v i c e s , 
and numbers of new group residences were not keeping pace. We had s i x c h i l d r e n ' 
residences, an average of one per year. This meant it would take at l e a s t ten 
years more to brin g back the 60-70 c h i l d r e n at the i n s t i t u t i o n . 



APPENDIX 5: INDIVIDUAL PROGRAM 

Ex t r a c t s from an a r t i c l e by Robert Perske,former executive d i r e c t o r of Greater 
Omaha A s s o c i a t i o n f o r Retarded c i t i z e n s . 

The movement toward cooperation instead of competition between p r o f e s s i o n a l 
workers has come to a healthy focus in the treatment and care of persons with 
mental r e t a r d a t i o n , c e r e b r a l palsy and other developmental d i s a b i l i t i e s . One 
c i t a d e l f o r such a c t i o n s is the J o i n t Commission on A c c r e d i t a t i o n of H o s p i t a l s , 
A c c r e d i t a t i o n Council f o r F a c i l i t i e s f o r the Mentally Retarded (AC/FMR). A 
coming together of f i n a n c e s and e x p e r t i s e has been e f f e c t e d by the f o l l o w i n g : 
The American A s s o c i a t i o n on Mental D e f i c i e n c y , The American Academy of 
P e d i a t r i c s , The American Nurses A s s o c i a t i o n , The American P s y c h i a t r i c 
A s s o c i a t i o n , The American P s y c h o l o g i c a l A s s o c i a t i o n , The N a t i o n a l A s s o c i a t i o n 
o f P r i v a t e R e s i d e n t i a l F a c i l i t i e s , The N a t i o n a l A s s o c i a t i o n f o r Retarded 
C i t i z e n s , The United Cerebral Palsy A s s o c i a t i o n . This j o i n t venture has 
r e s u l t e d i n the development of some ra t h e r e x c i t i n g and provocative standards 
f o r r e s i d e n t i a l f a c i l i t i e s and community s e r v i c e agencies. 
The i n t r i g u i n g t h i n g about these standards i s that agencies w i l l have to show 
evidence of well-coordinated i n d i v i d u a l program planning f o r every person to 
whom the agency i s r e s p o n s i b l e . I f they can't produce such c l i e n t - c e n t e r e d 
plans "...of i n t e r v e n t i o n and a c t i o n that is developed and modified at 
frequent i n t e r v a l s with the p a r t i c i p a t i o n of a l l concerned" (AC/FMR d e f i n i t i o n ) , 
they won't make i t . 
The AC/FMR Standards -- with t h i s hub of i n d i v i d u a l program planning around 
which a l l components must spin -- have become extremely c o n t r o v e r s i a l . Some 
se r v i c e agencies f e e l the standards are too tough. They don't want to have 
any part of them. Other agencies have caught the t h r i l l of t h i s challenge 
that could lead to an a d m i n i s t r a t i v e somersault. They're developing new 
I.P.P. systems, r e o r g a n i z i n g agency e f f o r t s around them and a p p l y i n g f o r 
a c c r e d i t a t i o n . Many don't care whether they r e c e i v e a c c r e d i t a t i o n or not; 
they're using the process as a t o o l to l e a r n as much as they can about 
concerted care and treatment of i n d i v i d u a l persons. 
The standards are seen by some as an attempt to break with the past and to 
harness a new f u t u r e . Some f e e l they're too much, but almost everyone f e e l s 
they are r i g h t and they are long overdue. 

VITAL COMPONENTS IN AN INDIVIDUAL'S PROGRAM PLAN 
1. Each i n d i v i d u a l ' s optimal development is c e n t r a l . This is the s i n g l e 
two-part concern at which a l l a c t i o n must be aimed. 

A. There must be a r e c o g n i t i o n that each human being has h i s or 
her own roadmap and r a t e of growth that is d i f f e r e n t from 
everyone e l s e . 

B. A l l planning e f f o r t s must focus on a s s i s t i n g that person's 
i n i m i t a b l e development s o i t t h r i v e s a t i t s optimal r a t e . 

Of course, t h i s is not a new idea. Helping persons have s y m b o l i c a l l y placed 
hand over heart and mouthed in sanctimonious tones that t h i s has been t h e i r 
great goal f o r years. Then, they go on t h e i r way to c a r r y out treatment-by-
the herd, where nobody develops as much as he or she c o u l d . The awesome 
th i n g about f u n c t i o n a l I.P.P. procedures i s that i t can send a c u t t i n g beam 
of l i g h t that p i e r c e s elaborate t h e o r i e s , p r a c t i c e s and facades. I f a human 
being i s n ' t being d e a l t with as an i n d i v i d u a l , and if there's no evidence of 
a reasonable developmental climb, i t w i l l become remarkably apparent. 



2. A c l i e n t program coordinator is assigned to each i n d i v i d u a l . This is 
done at the onset of developing any I.P.P. I t i s t h i s person (or persons) 
who harnesses the e f f o r t s of a l l p a r t i e s who should be concerned with a 
p a r t i c u l a r handicapped i n d i v i d u a l . These could i n c l u d e the f o l l o w i n g : 
The c l i e n t (and/or the f a m i l y ) , S p e c i a l i z e d assessment persons, Service 
agency r e p r e s e n t a t i v e s . D i r e c t care persons. C i t i z e n advocates, anyone 
e l s e who could a i d healthy development. 
It is t h i s person's (or persons') assignment to coordinate the I.P.P.'s 
development, plan f o r assessments, procure and coordinate d i r e c t s e r v i c e s , 
disseminate information as w e l l as monitor the person's o v e r a l l progress. 
There's nothing that says t h i s person should be a c e r t a i n type of p r o f e s s i o n a l 
or p a r a p r o f e s s i o n a l . It merely describes a person who is given a d i s t i n c t 
r e s p o n s i b i l i t y to oversee and monitor a s p e c i f i c program plan process. 
3. Planning begins w i t h c l i e n t (or f a m i l y ) input. The most important words 
in such a process might sound l i k e t h i s : 

"I want to l e a r n to take a bus to Kansas C i t y on my day o f f . " 
"The guys at the bakery are always making fun of me." 
"I'm t r y i n g to make my paycheck l a s t u n t i l the next one." 
" I t would be fun to buy my own c l o t h e s . " 
" D o t t i e needs to l e a r n restroom s i g n s . " 
"Sam i s g e t t i n g too big to hug every woman he meets." 
"Johnny gets l o s t as soon as he's a block from home." 
" B i l l y is f r i g h t e n e d by the neighbor's dog." 
"Sammy can't s i t up very l o n g . " 

Everyone of these statements by a c l i e n t or a parent speaking on t h e i r behalf 
could point out f r u i t f u l o b j e c t i v e s f o r growth. Why? Because these are 
t h e i r human hopes and d e s i r e s . Too o f t e n , helping persons shoehorn c l i e n t s 
i n t o w r i t t e n programs they t h i n k a person should have. This may be c o r r e c t , 
but helping persons are beginning to see the tragedy of planning any program 
without g e t t i n g input from the c l i e n t or f a m i l y f i r s t . The s k i l l of 
e l i c i t i n g as much as p o s s i b l e from c l i e n t s or f a m i l i e s before w r i t i n g so much 
as one o b j e c t i v e has become a f r e s h , new a r t . 
4. I t ' s an i n t e r d i s c i p l i n a r y venture. The day i s coming f a s t when each 
assessor, t h e r a p i s t , counselor, teacher and helper — to name a few -- i s 
seeing himself or h e r s e l f as a team mate working on behalf of one person. 
They become a part of a l a r g e r orchestra p l a y i n g a symphony of health and 
growth f o r a s i n g l e human being. The m u l t i - d i s c i p l i n a r y a c t i v i t y of coming 
i n , doing one's own t h i n g and l e a v i n g without being part of a w e l l co
ordinated f a b r i c o f i n t e r v e n t i o n i s f a d i n g . 
5. The plan is based on r e l e v a n t assessments. Helping p r o f e s s i o n a l s seem 
to possess a d i m i n i s h i n g tendency toward being enamored w i t h t h e i r own omni
potence and t h e i r own b r i l l i a n t d i a g n o s t i c deductions.. Written assessments 
are becoming more humane and considerate of persons, w i t h where they are and 
what they need. Now comes the p o s s i b i l i t y where many concerned persons i n 
an i n t e r d i s c i p l i n a r y programming group w i l l share assessments. They are 
more prone to put "handles" on the assessments they make, to make sure a l l 
helping persons -- even the parent and advocate -- w i l l understand e x a c t l y 
what's being seen and recommended. They are l e a r n i n g that an assessment's 
not a r e l e v a n t assessment u n t i l reasonable program plan o b j e c t i v e s can come 
from i t . 
6. S p e c i f i c goals and o b j e c t i v e s -- long term and short-term -- are stated 
s e p a r a t e l y . For years, treatment goals have contained such g e n e r a l i z a t i o n s 
as: 



"To decrease h y p e r a c t i v i t y . . . " 
"To reduce d i s r u p t i v e behaviour..." 
"To maximize h i s p o s i t i v e s e l f - c o n c e p t . . . " 

Helping persons are beginning to demand o b j e c t i v e s that are more s p e c i f i c and 
d e t a i l e d . Furthermore, long-term and short-term must be c l e a r l y d i s c r i m i n a t e d . 
Distant goals are maddening i f we don't know what the e a r l y o b j e c t i v e s should 
be as we plan a t r a j e c t o r y toward them. 
If a p o r t i o n of an I.P.P. was dedicated to helping a c h i l d l e a r n how to dress 
himself, i t might possess the f o l l o w i n g progressive o b j e c t i v e s : 
" B i l l w i l l p u l l on h i s socks without a s s i s t a n c e . . . B i l l w i l l put on h i s shoes, 
except f o r l a c i n g and t y i n g t h e m . . . B i l l w i l l put on h i s shoes i n c l u d i n g 
l a c i n g and t y i n g them w i t h i n f i v e minutes." Such d e t a i l e d o b j e c t i v e s would 
be a p p l i e d to every u n i t of c l o t h i n g . A long range goal f o r a l l a c t i o n s 
could w e l l be, " B i l l w i l l dress himself, i n c l u d i n g laced and t i e d shoes, socks, 
underwear, zippered and belted pants and button-front s h i r t without a s s i s t a n c e 
in l e s s than ten minutes." 
7. They are time-framed and s e q u e n t i a l . Management-by-objectives proponents 
have proven c o n c l u s i v e l y that people accomplish more when they work w i t h i n 
agreed upon time l i m i t s . This i s true whether they reach the goal or not. 
Often, developmentally d i s a b l e d persons and those working w i t h them give it 
t h e i r best t r y when they're aware of the time frame i n which they have to 
achieve a s k i l l . 
A l s o , the o l d days o f w r i t i n g a p l a n , working i t , and then scrapping i t f o r 
another i s beginning to end. A person's developmental journey i n l i f e i s 
s e q u e n t i a l . Therefore, a person's r e a l i s t i c program plan should have an 
e v o l v i n g , changing s e q u e n t i a l flow t o i t . 
8. The Plan is w r i t t e n in understandable language (Behavioral Terms). 
Each d i s c i p l i n e has been g u i l t y of developing i t s own l a b e l s and metaphors 
which can be used f o r many t h i n g s . They can be used as h e l p f u l communication 
among t h e i r own kind. Or, they can be used d e f e n s i v e l y -- even reduced to 
cheap l i t t l e swearwords. 
Let us suppose that an adult c l i e n t named Joe has become extremely f e a r f u l and 
d i s t r u s t f u l of h i s two roommates. B i l l and Sam. I t ' s no longer enough to say 
tha t Joe has a bout of paranoia. I t i s up to the helping persons to come 
together and attempt to s p e l l out e x a c t l y what Joe i s doing. Then the i n t e r 
d i s c i p l i n a r y group would s k i l l f u l l y w r i t e a s e r i e s of o b j e c t i v e s i n behavioral 
terms that would support Joe's attempt to achieve a f r e s h s e r i e s of healthy 
i n t e r a c t i o n s w i t h B i l l and Sam, i f that was the agreed upon d i r e c t i o n . 
9. Each o b j e c t i v e is measurable. I n t e r d i s c i p l i n a r y p a r t i c i p a n t s --
i n c l u d i n g the c l i e n t and f a m i l y — have the opportunity to l i t e r a l l y measure 
how f a r a person has progressed from January 1 u n t i l A p r i l 1, or January 1 
u n t i l J u l y 1, etc. With younger c h i l d r e n , i t may have to do with observable 
measurements of the number of steps taken, the number of new words learned, 
the increased periods of focused a t t e n t i o n -- to name a few. With o l d e r 
persons who've moved toward more complex behavior it may have to do with 
increased work production r a t e , a combination of s o c i a l graces being used, the 
mastery of a s e r i e s of achievements that made i t p o s s i b l e to take a bus to 
town on a day o f f , meeting some f r i e n d s , shopping, attending a motion p i c t u r e , 
having supper and r e t u r n i n g without a s s i s t a n c e . In a l l cases, a person's 
d i r e c t i o n and progress become measurable t h i n g s . 
10. The plan l i s t s s p e c i f i c modes of i n t e r v e n t i o n . This simply means that 
the I.P.P. s p e l l s out e x a c t l y what is being done, how it is being accomplished 



and how often i t i s to take place. The modes of i n t e r v e n t i o n are common 
knowledge to a l l persons concerned with a p a r t i c u l a r c l i e n t . 
11. I t assigns s p e c i f i c r e s p o n s i b i l i t i e s . The I.P.P. l i t e r a l l y names the 
persons and the agencies who have been assigned s p e c i f i c r e s p o n s i b i l i t i e s f o r 
s p e c i f i c i n t e r v e n t i o n s . Nothing i s l e f t to guesswork and assumptions about 
who might perform c e r t a i n a c t i o n s . 
12. The e f f e c t i v e n e s s of i n t e r v e n t i o n s is evaluated. P e r i o d i c a l l y , the 
s p e c i f i c s e r v i c e a c t i o n s need to be questioned: 

Is i t more than the c l i e n t can handle? 
Is the person developing or f a l l i n g back? 
Was the frequency of i n t e r v e n t i o n too sparse? 
Does the tempo need to be stepped up? 
Is the i n t e r v e n t i o n a t o t a l f l o p ? 
What m o d i f i c a t i o n s need to be made? 

It is such f u n c t i o n a l i n d i v i d u a l program planning that helps an i n t e r 
d i s c i p l i n a r y team to " f i n e tune" t h e i r i n t e r v e n t i o n s so they are r i g h t on and 
a llow a person to achieve optimum development. 
13. B a r r i e r s to achievement are s e r i o u s l y considered. This takes place at 
the time o b j e c t i v e s are w r i t t e n and at anytime they have not been reached. 
Many a person's developmental climb has been saved because helping persons took 
time to l i s t hobbles that may have impeded the progress. 
In one s i t u a t i o n , a non-verbal s i x - y e a r - o l d boy w i t h mental r e t a r d a t i o n began 
a s e r i e s of o u t c r i e s in the developmental center he attended. S p e c i a l 
o b j e c t i v e s were w r i t t e n as measures to help t h i s l i t t l e f e l l o w grow out of such 
behavior. A f t e r three months, i t was apparent that a l l i n t e r v e n t i o n s were 
f a i l i n g . At an e v a l u a t i o n s e s s i o n , a l l helping persons were encouraged to 
l i s t any b a r r i e r s that may have caused the f a i l u r e . A teacher's aide stated 
she f e l t anger f o r the lad at t h i s point because he wouldn't look her i n the 
eye anymore. Others stated they experienced the same t h i n g . The p e d i a t r i c i a n ' s 
i n t e r e s t was sparked. He suggested an emergency eye examination. The eye 
assessment showed that t h i s boy' was s u f f e r i n g the onset of glaucoma. With 
t h i s f r i g h t e n i n g l o s s o f v i s i o n , h i s o u t c r i e s were understandable! 
14. Ongoing review and r e v i s i o n are done at l e a s t q u a r t e r l y . An adequate 
I.P.P. cannot be kept current and f u n c t i o n a l without some p e r i o d i c form of 
review and m o d i f i c a t i o n . A l s o , c r i s i s s i t u a t i o n s centered around s p e c i f i c 
i n t e r v e n t i o n s should be cause f o r review as close to the emergency c o n d i t i o n s 
as p o s s i b l e . 
15. A f u n c t i o n a l I.P.P. i s a continuous s e l f - c o r r e c t i n g process. With many, 
t h i s planning a c t i v i t y becomes more than the mere recording of plans, i n t e r 
ventions and e v a l u a t i o n s on paper. It becomes a strong, f l e x i b l e , . c o n s t a n t l y 
changing but f r u i t f u l way of h e l p i n g human beings to achieve what, f o r them, 
i s l i f e a t i t s best. 
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APPENDIX 6: A WALK THROUGH PASS (Programme A n a l y s i s of S e r v i c e Systems) 
(Drawn up by Greater Omaha A s s o c i a t i o n f o r Retarded C i t i z e n s ) 

A system of helping s e r v i c e s is simply no stronger than the systems to monitor 
i t s q u a l i t y . But what to look f o r - t h a t ' s the question. 
T r a i n i n g as a PASS r a t e r i n v o l v e s a lengthy process. I t ' s w e l l worth i t because 
one's approach to human s e r v i c e s w i l l never be q u i t e the same a f t e r PASS. The 
purpose here, though, is to focus on the a t t i t u d e s and observations imbedded 
i n t h i s e v a l u a t i o n t o o l . While complex, PASS leads the advocate to ask 
questions which often b o i l down to the simple maxim of whether a person would 
want to be t r e a t e d i n the same way. 
•ASK YOURSELF THESE QUESTIONS ABOUT OUR HOSTELS, HOUSES AND SERVICES* 
INTEGRATION - to take part in the mainstream. To be accepted by peers. 

S i z e o r D i s p e r s a l 
1. Are there so many handicapped persons being served that the 

surrounding community is not able to accept them? 
2. Is the number of people served in a residence so l a r g e that the 

people don't go outside f o r t h e i r personal r e l a t i o n s h i p s ? 
Program and F a c i l i t y Labels 
1. Does the sign outside t e l l that the people i n s i d e are " d i f f e r e n t " ? 
2. Would the l a b e l s produce a negative or hopeless f e e l i n g among most 

people? 
S o c i a l O p p o r t u n i t i e s 
1. Does the handicapped person i n t e r a c t w i t h non-handicapped persons 

where he l i v e s ? Where he works or goes to school? In h i s f r e e 
time? When he shops, attends church, and the l i k e ? 

AGE APPROPRIATE STRUCTURES - to be valued by others as a t r u e peer. 
F a c i l i t i e s , design and decorations 
1. Is the f a c i l i t y , the design of the f a c i l i t y and w a l l decorations 

a p propriate f o r the age of the persons being served? Are 
a d u l t s l i v i n g o r working i n c h i l d - l i k e s e t t i n g s ? 

Possessions 
1. Are the possessions owned by the handicapped person appropriate 

to h i s age? Does what an adult owns make him appear c h i l d - l i k e ? 
2. Are attempts being made by s t a f f to encourage t h e i r c l i e n t s to own 

age appropriate possessions? 
3. I s there appropriate space where a person l i v e s f o r the 

possessions he owns? 
Labels and Forms of Address 
1. Are handicapped a d u l t s addressed as though they were c h i l d r e n ? 

Is a c h i l d - l i k e nickname used, such as Tommy or Bobby? 
2. Are l a b e l s such as k i d , c h i l d , youngster used when r e f e r r i n g to a * 

handicapped c h i l d ? 
3. Does the s t a f f use a tone of v o i c e with handicapped a d u l t s that 

would be used w i t h c h i l d r e n ? 
A c t i v i t i e s and Routines 
1. Are handicapped persons engaged in a c t i v i t i e s that are appropriate 

f o r t h e i r age? Do a d u l t s work during the day? Is a c h i l d ' s 
school sessions l i m i t e d to two hours? 

2. Are the d a i l y r o u t i n e s of handicapped persons t y p i c a l and age 
appropriate? Is an a d u l t given a c o f f e e break - or is it recess? 
Is a nap scheduled during a c h i l d ' s school day? 



Autonomy ( s e l f d i r e c t i o n ) and Rights 
1. Are handicapped persons given a chance to make input i n t o d e c i s i o n s 

regarding t h e i r l i v e s ? Who makes the d e c i s i o n s i n a person's l i f e ? 
2. Are handicapped persons a s s i s t e d in becoming independent r a t h e r than 

dependent? W i l l he need j u s t as much support s i x months from now? 
3. Do handicapped persons e x e r c i s e more r i g h t s as they grow older ? 
4 . Are handicapped persons encouraged to e x e r c i s e t h e i r r i g h t s , such 

as v o t i n g or privacy? 
5. Are r i g h t s removed only when there has been a determination of 

reduced competency in the area to be l i m i t e d ? Is the r e s t r i c t i n g 
of a person's r i g h t s used only as a l a s t r e s o r t ? Are there other 
a l t e r n a t i v e s ? 

Sex Behaviour 
1. Do handicapped i n t e r a c t with the opposite sex? Are they given 

time alone? 
2. Are handicapped persons given support to understand t h e i r sexual 

i d e n t i t y ? As a l i f e long process, does i t begin at an e a r l y age? 
3. Is c o u n s e l l i n g a v a i l a b l e to handicapped a d u l t s who may need 

a s s i s t a n c e about d a t i n g , marriage, and b i r t h c o n t r o l ? 
Personal Appearance 
1. How t y p i c a l of h i s age is a handicapped person's h a i r s t y l e and 

c l o t h i n g ? Are there su b t l e mannerisms that make him look 
d i f f e r e n t than h i s peers? 

CULTURE APPROPRIATE STRUCTURES - to know and respond to l o c a l customs 
Labels and Forms of Address 
1. Are l a b e l s or forms of address used f o r handicapped persons which 

are demeaning, devaluing and implying i n f e r i o r i t y ? Does the form 
of address show the person to be valued as an equal? 

2. Are handicapped persons l a b e l l e d by t h e i r d i a g n o s i s , such as "he 
is a n e p i l e p t i c " o r " h i s i s a retardate"? 

3. Are courtesy and respect towards handicapped persons l a c k i n g when 
s t a f f t a l k to them? 

4 . In h i s presence, is a handicapped person t a l k e d about as a t h i r d 
party? Does the conversation go on as if he were not there? 

Personal Appearance 
1. Are s t a f f committed to c o r r e c t p h y s i c a l defects which make a 

person look d i f f e r e n t ? 
2. What i s being done to help handicapped persons and b i z a r r e mannerisms 

such as s e l f - m u t i l a t i o n , extreme d e s t r u c t i v e n e s s , and r e p e t i t i v e 
behaviours? Do these measures work? Is there a p e r s i s t e n t and 
c r e a t i v e attempt to t r y again? 

SPECIALIZATION - to meet the needs of each person at h i s p a r t i c u l a r stage of 
growth. 

1. Is the program designed to meet the s p e c i f i c needs of every handi
capped person? 

2. As needs change, how does the program change? 
3. Is a person r e g r e s s i n g because he does not f i t i n t o the group by 

reason of h i s age, a b i l i t y or behaviour? 
4. Is the a c t i v i t y being done i n an appropriate s e t t i n g under the 

r i g h t need? 
5. Does the s t a f f have what i t takes i n s k i l l s and a t t i t u d e s to meet 

the s p e c i f i c needs? 



DEVELOPMENTAL GROWTH - to enable a person to l e a r n at h i s own pace. 
P h y s i c a l Overprotection 
1. Are p h y s i c a l f e a t u r e s b u i l t i n t o the f a c i l i t y to prevent handicapped 

persons' movement? 
2. How are s i t u a t i o n s i n v o l v i n g r i s k used to prompt growth? 
S o c i a l Overprotection 
1. Is c o n t r o l so emphasized or c h a l l e n g i n g o p p o r t u n i t i e s so l a c k i n g 

that a n i n d i v i d u a l ' s growth i s r e s t r i c t e d ? 
2. Are there some r u l e s i n the program that non-handicapped people 

would not t o l e r a t e ? 
3. Are handicapped persons denied new experience because "they are 

unable to handle them"? 
I n t e n s i t y of Programming 
1. Is there a c o n v i c t i o n among the s t a f f that handicapped people are 

growing? Do t h e i r records prove growth is t a k i n g place? 
2. I s the teaching e f f o r t organized? Does i t push people to t h e i r 

p o t e n t i a l ? 
3. When growth i s s t a l l e d , where i s the r e s p o n s i b i l i t y placed - on 

the person's handicap or the s t a f f ' s l a c k of c r e a t i v i t y ? 
QUALITY OF SETTING - to create an atmosphere where a person f e e l s comfortable 
and accepted. 

P h y s i c a l Comfort 
1. Is the f u r n i t u r e and p h y s i c a l environment comfortable? 
2. Is the temperature c o n t r o l l e d ? Is it quiet? Do the people 

l i k e the food? 
3. I f a home, does i t have a " l i v e d - i n " q u a l i t y ? 
4. "Would I f e e l comfortable i f I worked or l i v e d i n t h i s place"? 
Environmental Beauty 
1. Has a t t e n t i o n been paid to the appearance of the surroundings? 

Do the e f f o r t s show good taste? What about d e t a i l s ? 
2. " I s t h i s place p l e a s i n g enough to have my f a m i l y l i v e t h e r e ? " 
I n d i v i d u a l i z a t i o n 
1. What evidence is there that people are encouraged to express 

themselves i n t h e i r own way? 
2. Is there a place where a person can be alone? 
3. Do people u s u a l l y do things as a group? 
4. Do the i n d i v i d u a l i z e d program plans r e f l e c t the d i f f e r e n c e s in 

people? 
5 . I s i t evident that s t a f f appreciate i n d i v i d u a l s a s having t h e i r 

own r i c h p e r s o n a l i t y ? 

I n t e r a c t i o n s 
1. What i n t e r a c t i o n i s going on between c l i e n t s , s t a f f and the public? 

I s i t warm, or cold and d i s t a n t ? 
2. Are there i n d i v i d u a l f r i e n d s among s t a f f and c l i e n t s ? Are people 

l i s t e n e d to? 
3. Who seems l e f t out? 
4. "Would I be happy here"? 


