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INTRODUCTION 

BACKGROUND OF THIS REPORT 

People F i r s t of C a l i f o r n i a is a s ta tewide o rgan iza t ion of a d u l t s with 

mental r e t a r d a t i o n who advocate for t h e i r own r i g h t s both as c i t i z e n s and 

as persons wi th developmental d i s a b i l i t i e s , and who advocate for the 

r i g h t s o f a l l o the r developmentally d i sab led people as w e l l . 

There a r e more than f i f t e e n (15) People F i r s t chapters in Ca l i f o rn i a , 

w i th more than 500 members. People F i r s t has s t rong working r e l a t i o n ­

s h i p s as we l l wi th a g r e a t many non-disabled f r iends and r e l a t i v e s . 

Members of People F i r s t l i v e in every imaginable kind of p lace in which 

people wi th mental r e t a r d a t i o n a r e found. They l i v e in s t a t e h o s p i t a l s 

and in community-based r e s i d e n t i a l f a c i l i t i e s , both large and smal l . 

Many l i v e in homes of t h e i r own, with family, with roommates, or e n t i r e l y 

on t h e i r own. 

The primary o b j e c t i v e s of People F i r s t a r e : 

1. To assure t h e a v a i l a b i l i t y of s e r v i c e s , t r a i n i n g , and support needed 
by persons with developmental d i s a b i l i t i e s to mainta in and increase 
t h e i r c a p a b i l i t i e s for independent and normal l i v e s , and 

2 . to demonstrate to t h e communi ty a t l a rge t h a t persona with develop­
mental d i s a b i l i t i e s a r e PEOPLE FIRST and only secondar i ly handi ­
capped members of s o c i e t y . 
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In 1983, People F i r s t contracted with the Ca l i fo rn ia S t a t e Council on 

Developmental D i s a b i l i t i e s to provide the Council with an assessment of 

unmet needs of persons with developmental d i s a b i l i t i e s . In the process 

of performing t h e needs assessment, People F i r s t was a l so to suggest good 

ways (a methodology) for ge t t i ng the maximum d i r e c t input from disabled 

people themselves about what they see as th ings and se rv ices they need. 

The con t rac t a l so asked People F i r s t to design a model for helping people 

with developmental d i s a b i l i t i e s l ea rn how to organize t h e i r own self-

advocacy groups and l ea rn how to become personal se l f -advoca tes and a lso 

leaders of o t h e r s . 

F ina l l y , t h e con t rac t asked People F i r s t t o look a t t h e th ings i t learned 

and t h e ways it f igured out how to involve developmentally d isabled 

people in g e t t i n g more ac t ive in making decis ions about t h e i r own l i v e s , 

and put these f indings and ideas in the form of recommendations to the 

pub l ic and p r i v a t e agencies and policy-making bodies t h a t have most of 

t h e con t ro l over how t h e developmental disabilities s e rv i ce system works. 

Some major changes happened in the l i v e s of t h e People F i r s t members who 

were expected to work on t h e con t rac t when it was f i r s t drawn up. 

Because of those changes, t h e Cap i to l Chapter of People F i r s t , which 
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is located in Sacramento, agreed to take on the bas ic work of meeting the 

con t r ac t o b l i g a t i o n s . The S ta t e Council on Developmental D i s a b i l i t i e s 

was very cooperat ive in extending the time in which to complete the 

con t rac t and in making o ther accommodations which helped the spec ia l 

con t r ac t " task force" formed by the Capi to l Chapter do the job . 

A unique th ing about t h i s r e p o r t , and about the way the whole cont rac t 

was done, is t h a t i t t r u l y r ep re sen t s t h e work of consumers of se rv ices 

of the developmental d i s a b i l i t i e s se rv ice system, and not the work of 

" p r o f e s s i o n a l s " . Only one profess iona l was involved in the e n t i r e 

con t r ac t p r o j e c t . A non-disabled person with experience in organizing 

and wr i t i ng r e p o r t s - but with v i r t u a l l y no experience in i s sues r e l a t i n g 

to t h e developmental d i s a b i l i t i e s se rv ice system - was h i red to put the 

f i n a l r epo r t on paper . Because of t h e manner in which the information 

for t h e r epor t was gathered, i t was poss ib le for the w r i t e r to confine 

h i s e f f o r t s to t h e kind of work t h a t a combination r e p o r t e r / e d i t o r would 

do . He did not in t rude himself i n t o the information-gather ing process 

except to ask c l a r i f y ing ques t ions and occasional ly to help a task force 

member to f ind t h e words to a r t i c u l a t e an idea. 

The w r i t e r did assist so did the two non-disabled advisors to the task 

f o r c e , with the l o g i s t i c s of moving t h e t a s k fo rce through t h e 1500 or so 

mi les i t t r a v e l l e d during t h e twelve days of f i e l d t r i p s i t made throughout 

t h e s t a t e . He a l so vis i ted. a lone one faci l i ty when special opportuni ty 

came up. 
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In all, the task force or sub-groups of it visited about fifteen highly 

varied living and working places from Sacramento to Los Angeles. About 

150 primary and secondary consumers (see definitions), and dozens of 

service providers and other staff of the places visited, were inter­

viewed with varying degrees of formality. Places visited included state 

hospitals, large and small community residential facilities, independent 

living training centers, vocational training facilities, and some unusual 

programs designed for getting very difficult "cases" out of state hos­

pitals or for reducing or eliminating the need for taking severely 

disabled people out of their own homes and away from their families. 

It needs to be made clear that the task force interviewed only people 

who are labelled "mentally retarded" or their families, or people who 

provide services to the "mentally retarded". To be sure, that label 

covers a very large range of what the developmental disabilities system 

refers to as "levels of functioning". Many of the people that the task 

force met realistically cannot be considered candidates for independent 

living given the existing service system or the existing helping tech­

nologies. Others, however, clearly can master the retarding biological 

impairments that led to their being labelled in the first place. Some 

have in fact already mastered the biological problems and need only to 

free themselves from the retarding environment - a phenomenon to which 

this report will refer again and again. 
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The group of people who have or can outgrow e i t h e r or both kinds of r e ­

t a r d a t i o n - physical and environmental - may in many ways be viewed as 

proxies for people with developmental d i s a b i l i t i e s t h a t a re not con­

s idered as having impaired i n t e l l e c t u a l funct ions . In f a c t , a t one s t a t e 

h o s p i t a l , t h e t a sk force observed a novel program for hosp i t a l r e s i d e n t s 

who have severe hearing impairments. That experience r a i sed a se r ious 

ques t ion as to whether the l a b e l l i n g of some of those r e s i d e n t s as 

"mentallv re tarded" r e l a t e d a t a l l t o an i n t e l l e c t u a l d i s a b i l i t y , o r 

>rtvet.fc«r what was being diagnosed" was the r eac t ion t6 tfii ItLQ&t liltf 

f r u s t r a t i o n of being trapped wi th in oneself in a world where other people 

can communicate f r ee ly . 

To the ex ten t t h a t t h i s r epor t addresses i s sues of the r e t a rd ing environment 

and suggests ways to overcome i t , t he audience can be considered to 

include a l l persons with developmental d i s a b i l i t i e s whose " r i g h t to be 

abroad in t h e land" is impaired e s s e n t i a l l y by de f i c i enc ie s outs ide 

themselves . 

DEFINITIONS 

The tern developmental disability is defined both in state and federal 

law. A formal definition is included in Appendix I of this report. For 

practical purposes, it will be used to refer to a physical impairment 

such as mental retardation, autism, epilepsy, cerebral palsy and related 

disorders, to the extent that these impairments interfere with the way 

people who have them function in society. A person with developmental 
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d i s a b i l i t i e s is e l i g i b l e for c e r t a i n kinds of publ ic s e rv ices from the 

developmental d i s a b i l i t i e s se rv ice system - which includes many, many 

agencies bes ides t h e S t a t e Department of Developmental Services and the 

regional cen te r s - i f t h e qual i fy ing d i s a b i l i t y happened to the person 

before t h e age of 18. 

There a r e many o the r words t h a t a re not a p a r t of everyday speech, or 

t h a t have been given meanings somewhat or even a g rea t deal d i f f e r en t 

from t h e i r everyday meanings, t h a t a re used with g rea t frequency by 

people who a r e concerned about developmentally d i sab led persons and the 

s e rv i ce s provided to them. Most of t h i s r epor t is concerned about the 

l i v i n g r e a l i t i e s of what those spec ia l words a re supposed to desc r ibe . 

The t a sk force knows very we l l , however, t h a t t hese words don ' t mean the 

same th ing to everyone who uses them. Some of t h e words - or t h e use of 

them - a re very c o n t r o v e r s i a l . But as long as i t is poss ib l e to come 

c lose to a reasonable and p r a c t i c a l agreement on what they mean, it makes 

communication in a r epo r t l i ke t h i s much e a s i e r . 

The t a sk force decided i t wouldn ' t be helpful to do d ic t ionary- type 

d e f i n i t i o n s . Besides what i s discussed i n t h i s s ec t i on , wherever i t i s 

app rop r i a t e throughout t h e t e x t , an e f f o r t w i l l be made, when the spec ia l 

words need to be used, to continue t r y i n g to c l a r i f y and i l l u s t r a t e t h e i r 

meaning. The t a sk force hopes t h a t by t h e time people f i n i s h studying 

even if some of t h e controversial words still make some people uncomfortable. 
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Consumer 

The developmental d i s a b i l i t i e s system c a l l s people with developmental 

d i s a b i l i t i e s who receive se rv ices from the system "primary consumers". 

People who become involved with the system because of t h e se rv ice needs 

of somebody c lose to them, such as a son or daughter, or a person for 

whom they have assumed l ega l r e s p o n s i b i l i t y , a r e ca l l ed "secondary con­

sumers". 

This report uses the term consumer because i t is a convenient shorthand 

for "person who rece ive se rv ices from the developmental d i s a b i l i t i e s 

s e rv i ce system". However, some members of t h e t a sk force express personal 

discomfort wi th t h e use of the word. 

Legend has i t t h a t t h e r e is a group of people with developmental d i s ­

a b i l i t i e s somewhere in t h e eas t e rn p a r t of t h e United S ta t e s t h a t refuses 

to acknowledge t h e word consumer. I t s members c a l l themselves "system 

s u r v i v o r s " . 

Some people j u s t c a n ' t see themselves as consumers in the sense that a 

person is who goes i n t o a s t o r e to buy a t e l e v i s i o n s e t . These people 

say t h a t i f t h a t ' s what is supposed to be meant, then people with develop­

mental d i s a b i l i t i e s would be able to pick out t h e kinds of serv ices they 

want or need or th ink they would bene f i t from. Mostly, these c r i t i c s 

say, t h e r e a l i t y i s t h a t people with developmental d i s a b i l i t i e s a re dea l t 

wi th as i f they a r e th ings t h a t a r e worth money. In t h e t e l e v i s i o n 

analogy, they view t h e disabled person not as t h e consumer of a t e l e v i s i o n 

s e t , but as a broken t e l e v i s i o n t h a t has been taken to the r e p a i r shop. 
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The r e p a i r person doesn ' t ask the broken s e t what is wrong with i t , or 

how it wants to be f ixed . Somebody e l s e is the owner, and somebody e l se 

pays t h e r e p a i r b i l l . The t e l e v i s i o n is a t h ing to stay pass ive and be 

worked on. I t is valuable to t he r e p a i r person because money w i l l be 

paid for t he r e p a i r se rv ice provided. 

"But t h e d i f f i c u l t th ing was i t seemed l i k e wherever I t r i e d to go, 
people wanted me for the money ins tead of myself. They d i d n ' t want 
me for my i n d i v i d u a l i t y , but because they knew they were going to be 
paid to take care of me . . . And the l a s t time I j u s t got fed up and 
when I found out about t he independent l i v ing program I said ' I 'm 
going to l e a r n those s k i l l s ' . . . A t f i r s t I was skep t i ca l because I 
thought it would be the same way with them . . . but they d i d n ' t want 
me j u s t for t he money and they did give me a l l t he support they could 
so I could move out on my own and r e a l l y be l ieve in myself t h a t I 
could make it . . . 

"The l a s t p lace I l i ved , when I came back from being away one time 
they t o l d me they wanted my s tu f f out . . . and b a s i c a l l y they sa id 
i t was because they weren ' t being paid enough . . . So ever s ince I 
l e f t home I had to worry about somebody being paid to take care of me 
and t h a t ' s s t i l l t h e way i t is . • . S o t h a t ' s why a job is so 
impor tant to me, because I ' d l i k e to get i n t o a s i t u a t i o n where I can 
say 'Wow, I did something for myself. The s t a t e d i d n ' t do something 
fo r me; they d i d n ' t make sure I_ l i ved — I_ made sure I l i ved . ' " 

Retarded; Mentally Retarded; Mental Retardat ion 

The f i r s t person who used these words to descr ibe people with c e r t a i n 

kinds of damage in t h e i r b ra ins obviously understood the key concept 

behind t h e r e a l i t y — people who a re l a b e l l e d mentally r e t a rded have 

sus t a ined some kind of phys ica l in jury t h a t has slowed or impeded the 

r a t e of growth of t h e i r p h y s i c a l , i n t e l l e c t u a l and/or emotional capa­

b i l i t i e s . 

Two th ings e s p e c i a l l y s tand out in what t h e t a sk force heard and observed 

while looking a t s e rv ices for people l a b e l l e d as mentally r e t a rded : 
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1. Far too many of the people who provide se rv ices do not seem to d i s ­

t i n g u i s h between slow growth and no growth. Even where t h e r e is an 

acknowledgement o f growth p o t e n t i a l in re ta rded people, i t i s a l l too 

of ten accompanied by such low expecta t ions t h a t i t i s n ' t even bel ieved 

when i t happens. 

Task Force; How soon w i l l you be moving to a p lace of your own? 

Jack (spokesperson for the group of in te rv iewees) : Oh, in f ive 
y e a r s . 

Task Force; So long? You seem ready now. 

Jack; Well, I was s ta f fed when I asked about i t , and they sa id 
I ' d be ready in f ive years . . . And they convinced me they were 
r i g h t . . . I ' m not ready. 

2 . At the ent rance to one of the s t a t e hosp i t a l s the t ask force v i s i t e d 

t h e r e is a big sign t h a t says in huge l e t t e r s : 

STATE HOSPITAL 

and then in t i n y l e t t e r s underneath, as a s o r t of embarrassed a f t e r ­

thought : 

and developmental cen te r 

The Lanterman Act pushes the system i n t o t h e "developmental model of 

s e r v i c e s " , which is based on the expecta t ion of. growth and therefore on 

p r i n c i p l e s which promote growth. The system pushes r i g h t back, and 

defends a s t a n d - s t i l l model of no growth. The consequence is the other 

delay t h e advance or progress of . . . ." 
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The t a sk force has had to conclude, from what it saw and heard, t h a t many 

people a r e b e t t e r off for not g e t t i n g se rv ices from i n s t i t u t i o n a l i z i n g 

and devaluing p a r t s of the system. We a l so saw c l e a r evidence t h a t 

people who do get genuine developmenta1 se rv ices do b e t t e r than people 

who get t r a d i t i o n a l s e r v i c e s . When a l l o ther fac to rs a re the same, 

inc luding the type and degree of b io log ica l impairment, t he evidence 

seems very s t rong t h a t t he ones who become able to lead the most normal 

l i v e s a r e those who have been helped to the g r e a t e s t ex ten t outs ide of 

t h e t r a d i t i o n a l se rv ice system. In sho r t , t h e t a sk force suggests a new 

phrase to be used to sum up the nature and e f fec t of what we have been 

c a l l i n g t h e t r a d i t i o n a l system of se rv ices for the mentally r e t a rded . I t 

i s discussed b r i e f l y below, and i t i s discussed in Chapter 2 . In keeping 

wi th t h e ac t i ve meaning of t h e words being defined in t h i s sec t ion , t he 

t a sk force suggests a new phrase to be added to the spec ia l l i s t : THE 

RETARDING ENVIRONMENT. 

The r e t a r d i n g environment i s found in s t a t e h o s p i t a l s , in she l t e red 

workshops, in segregated educat ional f a c i l i t i e s , and of ten in in teg ra ted 

s p e c i a l educat ion programs. I t i s found, t r a g i c a l l y , in almost every 

type of program, and even more t r a g i c a l l y , in t h e a t t i t u d e s of so many of 

t h e keepers of t h e system. 

Over and over again , t h e t ask force heard how pa ren t s can get in the way 

of t h e growth of t h e i r own c h i l d r e n . 

"My mom always made a d i f ference between (my s i s t e r and me). She 
always gave my s i s t e r her way, and I never got my way. . . . I was 
in spec ia l ed a l l my l i f e and I d i d n ' t l i k e it . . . People would 
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c a l l out 'You're in spec ia l ed — you ' re r e t a rded ' and I d i d n ' t l i ke 
it - everybody made fun of me and made me fee l I was d i f f e r e n t . 

". . .I j u s t t o l d my mom ' I ' m not r e t a r d e d ! ' and I came out of it . 
. . My s i s t e r moved out and I thought about it a l l the t ime. And I 
sa id 'Mom, I 'm moving . . .' and my mom sa id 'Oh, wow!' 

"My adul t school counselor said 'You c a n ' t go get a j ob ' - and I j u s t 
went and did i t . I t o l d him 'I can do it even if you put me down' — 
and I did i t . . . At t h a t school t h e r e ' s a l o t of people who act 
l i k e t h e y ' r e r e t a rded , and I sa id ' I ' m not l i k e t h a t ' and I grew out 
of being r e t a r d e d . " 

Normalization; Cu l tu ra l Valuation and Devaluation; Socia l In teg ra t ion and 

Segregat ion; D e i n s t i t u t i o n a l i z a t i o n and I n s t i t u t i o n a l i z a t i o n 

The group of words above r e f e r to good and bad l i f e experiences of people 

wi th developmental d i s a b i l i t i e s , and represen t ideas t h a t are very 

important to people who be l ieve in what the Lanterman Act s e t out to 

accomplish. Because these words a l l i n t e r r e l a t e and i n t e r a c t meaning­

f u l l y , they of ten a r e used to define each o t h e r . I t is much ea s i e r and 

more useful to t a l k about them toge ther than to t r y to use dic t ionary 

d e f i n i t i o n s . 

The very f i r s t s e c t i o n of t h e Lanterman Act, Sect ion 4500 of t h e C a l i ­

fo rn ia Welfare and I n s t i t u t i o n s Code, says : 

" . . . Services should b e ava i l ab l e t o enable persons with develop­
mental d i s a b i l i t i e s to approximate t h e p a t t e r n of everyday l iv ing 
a v a i l a b l e to nondisabled people of t h e same age . " 

Toward t h e end of t h e Act, Sect ion 4830 says : 

" . . . ' no rma l i za t ion ' means making ava i l ab l e programs, methods and 
t i t l e s which a r e c u l t u r a l l y normative and p a t t e r n s and condit ions of 
everyday l i f e which a r e as c lose as pos s ib l e to t h e norms and p a t t e r n s 
of t h e mainstream of s o c i e t y . " 
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"Cul tura l ly normative t i t l e s " may seem a l i t t l e confusing. The task 

force be l ieves it means "Don't c a l l a man a 'boy' or a woman a ' g i r l ' or 

a group of adu l t s ' t h e k i d s ' . " There w i l l be more to say about t h a t 

l a t e r i n the r e p o r t . 

The idea , t h e concept behind normal izat ion, whether or not the word is 

t h e b e s t choice t h a t could have been made, goes f a r beyond the mere 

d e f i n i t i o n s in the law. Primary consumers t a lk ing about t h e i r own l i ve s 

help provide some fee l ing for the goals and meanings intended by people 

who be l ieve in normal iza t ion: 

". . . I n the l a s t year of high school , you know, they take you on a 
t r i p . . . So t h i s t eacher says ' I want to put your name down.' But I 
say 'I c a n ' t , my mom won' t l e t me g o . ' . . . So t h e t eacher says 'Ask 
anyway . . . t h e r e ' s nothing to l o s e . ' I went home and I explained 
to my mom t h a t I want to go to a t r i p , i t ' s my l a s t year and I want 
to go to a t r i p with everybody, and t h e y ' r e a l l going toge the r , and 
my mom j u s t looked at me and sa id 'NO ' . And I sa id 'Mother, t h i s is 
my l a s t year and I want to go to a t r i p with everybody. ' 'NO.' 
'Could you give me a good reason? ' 'No. You're gonna get l o s t and 
a l l t h a t , and I d o n ' t want to hear any more. ' 

". . . I want to go so bad I'm s ick in bed — r e a l l y s ick . That 
t eacher came a l l t he way to t h e p lace where I l ived to t a l k to my mom 
— everybody signed a card and they want me back, they want me to go 
to the t r i p - and she came and t a lked to my mother . . . I was 
r e a l l y s ick because I wanted to go SO BAD . . . and the t eacher went 
to the k i tchen and I heard her say ' I ' l l be r e s p o n s i b l e . ' 

". . . I was so e x c i t e d . My mom took me to town and bought me an 
o u t f i t to wear . . . My mom and dad take me and wai t t i l l I get on 
t h e bus and I sa id to myself 'The t eacher is going to watch me j u s t 
l i k e they do in Sunday school . . . s h e ' s going to be my shadow . . . 
. . . What she did was, I get off t he bus and she says 'You go along 
wi th t h e o thers and have fun and en joy . ' I d i d n ' t know what to do — 
I just, WENT — I f e e l l i k e a BIRD — t h e f i r s t time of independent 
l i v i n g , of freedom, and I LOVED IT. We went to t h e sand . . . and I 
take my shoes off and I RUN. I mean I run in t h e sand, in the water 
— I d i d n ' t want to come home." 
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Years l a t e r , t h i s same person went to l ive on her own, and joined People 

F i r s t : 

". . .My mom says 'Who's more important , these new fr iends of yours 
or me?' And I say 'Mother, I love you but t h e y ' r e important . . . 
because i t ' s time for me to be able to help some people . . . be ­
cause somebody helped me — people who touched my l i f e and helped me 
t o grow . . . . 

" . . . I was wasting my l i f e being b i t t e r . . . I remember t h e f i r s t 
time I go in to town and somebody says my s l i p is showing and I c r i ed 
-- I was t h a t s e n s i t i v e , you know? Now somebody can say it and I can 
say ' P r e t t y s l i p , huh?' and go on from t h e r e — it doesn ' t bother me 
. . . And now I want to touch people and help them understand they 
have r i g h t s . Some people don ' t th ink , don ' t know they have r i g h t s . 
. . (Other people with developmental d i s a b i l i t i e s ) a r e very precious 
to me because once _I thought I was the only imperfect human being in 
t h e world, I r e a l l y d i d . " 

Outside the in tens ive care medical ward at a s t a t e h o s p i t a l : 

" . . . They t o l d me t h a t if I had been born t e n years before I was 
born I wouldn ' t have l i v e d . There were a whole l o t of years in my 
l i f e , when I was growing up at home, when I was in t h e s t a t e hos­
p i t a l , when I was bounced around from res idence to res idence and it 
seemed nobody wanted me, t h a t I often wished I had died ins tead of 
l i v i n g t h e way I was. But now I ' v e learned t h a t t h e r e a re people who 
ca re for me because I 'm me, and I ' v e learned how to do things for 
myself and l i v e on my own, and I f ee l I'm somebody. . . And I'm 
independent enough now t h a t I want to be able to help other people , 
so now I 'm glad I l i v e d . " 

Some people be l i eve i t i s e a s i e r to understand the goals t h a t unde r l i e 

laws such as t h e Lanterman Act if you t r y to see ways t h a t people ac t or 

a r e ac ted upon in terms of what a soc ie ty or a cu l t u r e values or devalues. 

When a person with mental r e t a r d a t i o n is turned down for counseling for 

emotional problems by a loca l mental hea l th program because the in take 

worker doesn ' t be l i eve t h a t you can have emotional problems if you ' r e 

r e t a rded , t h a t program or t h a t worker i s being allowed to devalue re ta rded 

peop le . 
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To be a Boy Scout may be a c u l t u r a l l y valued s t a t u s for a twelve-year 

old; to be made a Boy Scout at age 35 is a form of c u l t u r a l devaluat ion, 

because it des igna tes a man as a c h i l d . 

When people with mental r e t a r d a t i o n a r e taken to the movies or bowling in 

la rge groups, even though they a re p a r t i c i p a t i n g in normal community 

a c t i v i t i e s , they a r e being subjected to devalued t rea tment by being 

exposed to t h e community in a way t h a t makes ordinary c i t i z e n s think t h a t 

developmentally d i sab led people "have to be herded around l ike t h a t . " 

The experience of being devalued goes hand in hand wi th being segregated 

from p o s i t i v e i n t e r a c t i o n with nondisabled people in ordinary soc ia l 

s e t t i n g s , with being managed l i k e a p iece of proper ty or a u n i t of l i v e ­

stock — in s h o r t , being i n s t i t u t i o n a l i z e d . 

The following dialogue took p lace at a r e s i d e n t i a l f a c i l i t y between Mr. 

X, who is about 40 years o ld , and var ious members of t he task force , 

inc luding a secondary consumer: 

Mr. X; At t h i s home t h e employees a re in charge of you and they 've 
got to know where you a r e a t a l l t imes . . . so you sign out when you 
go anywhere, even for a walk . . . . The s t a f f keeps your (pe r ­
sonal and i n c i d e n t a l Supplemental Securi ty Income) money for you to 
keep i t safe . . . . 

Task Force: Suppose, when you s ign ou t , you ask for $5 of your money 
to go to t h e movies. Is t h e r e anybody t h a t says NO? 

Mr. X; Yes, if you did something wrong . . . Suppose I h i t another 
k id . . . they can pu t punishment on me — they can say you c a n ' t go 
downtown for a month. 
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Task Force: People who a re developmentally d isabled have t r a d i ­
t i o n a l l y been seen as unable to think for themselves and speak for 
themselves. And so p a r e n t s , or t eache r s , or counselors , or the 
government have made decis ions for you. They've made the decis ions 
and sa id "That is t he way your l i f e w i l l be . If you l i v e in a r e s i ­
d e n t i a l f a c i l i t y , you w i l l go to a day program every day" . . . o r 
maybe "You w i l l go to church every Sunday" or "You w i l l go to bed at 
9 o 'c lock every n igh t and you w i l l get up at 7 o 'clock every morning" 
— maybe you ge t a key to your room and maybe you don ' t — a l l these 
kinds of r u l e s t h a t most c i t i z e n s of the United S t a t e s do not ge t put 
on them . . . e spec i a l l y a f t e r they reach t h e age of 18. 

The task force encountered many examples of punishment — most frequently 

confinement of one s o r t or another . It did not , however, encounter a 

s ing le person wi th developmental d i s a b i l i t i e s who was aware t h a t the kind 

of punishment might be uncons t i tu t iona l or t h a t even if i t might be 

pe rmiss ib le under the law to impose some kinds of r e s t r i c t i o n s on people, 

t h e Lanterman Act is very c l e a r t h a t any abridgement of r i g h t s of a 

person with developmental d i s a b i l i t i e s must be documented and j u s t i ­

f i ed and repor ted to t h e Di rec tor of the Department of Developmental 

Services (Welfare and I n s t i t u t i o n s Code Sect ion 4504). 

Developmentally d isabled people can break out of a devalued, i n s t i t u ­

t i o n a l i z i n g , non-normalizing, segregated, r e t a rd ing environment. But why 

should they be t rapped t h a t way in the f i r s t p lace? 

Manager of an on- the- job t r a i n i n g program; " . . . You don ' t throw 
people who have l imi ted s o c i a l experience toge ther with o the r people 
who have l imi t ed soc i a l experience and expect them to "act r i g h t " . 
They won' t know how . . . I heard of a program . . . that works with a 
a u n i v e r s i t y wi th s tuden t s t h a t need the money, and i t says: 
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" 'We ' l l pay your room r e n t (which is a couple of hundred do l l a r s a 
month) and you w i l l be a roommate to a person (with developmental 
d i s a b i l i t i e s ) . These a re the requirements — you must make sure you 
p a r t i c i p a t e toge the r in two soc i a l a c t i v i t i e s a week, and t h a t you 
have dinner t oge the r at l e a s t t h r e e t imes a week' and t h a t s o r t of 
th ing . . • And they have the col lege kids l ined up to sign on . . . 
And so they l e a rn how to ac t when g i r l s a re around, and when t h i s or 
t h a t happens . . . and t h e s tudent is having experiences j u s t as 
valuable as t h e d isabled person i s . . . Now i s n ' t t h a t b e t t e r than 
'Now t h i s s h e l t e r e d workshop is going to have a c l a s s in s o c i a l i z a t i o n 
. . . everybody meet in room seven for s o c i a l i z a t i o n c l a s s . . . . ' " 

Independence 

Independence is a word t h a t probably br ings up more p o s i t i v e and hopeful 

f ee l ings to people with developmental d i s a b i l i t i e s than any o the r word — 

except perhaps t h e words "you ' re h i r e d " . 

In a c i v i l i z a t i o n l i k e t h e one we a l l l i v e i n , nobody is independent in 

t h e sense of not needing t h e good w i l l and s e rv i ce s of o the r people . The 

idea of independence in t h e context of developmental disabilities revolves 

around how much con t ro l a person has over t h e th ings t h a t go on in h i s ox 

he r l i f e . To r epea t a very powerful s tatement made by a person with 

severe phys ica l handicaps : 

". . . I ' d l i k e to get i n t o a s i t u a t i o n where I can say: 'Wow, I did 
something for myself. The s t a t e d i d n ' t do something for me; they 
d i d n ' t make sure I l i v e d . I made sure I l i v e d . ' " 

Depending on t h e l i f e s i t u a t i o n t h e y ' r e i n , primary consumers frequently 

see independence as b i t s of knowledge and a c t i v i t y t h a t nondisabled 

a d u l t s r a r e l y even think about: 
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Independence means I can turn on my s t e r e o and j u s t l i s t e n to it 
anytime. 

Independence means to know you have to pay your b i l l s . 

Independence means to be able to go somewhere and make new f r i ends . 

Independence means to know how to take the r i g h t bus where you want 
t o go. 

Independence means a room a l l to yourself . 

Independence means a regula r job at r egu la r pay. 

Independence means I don ' t have to ask my conservator if I can v i s i t 
my b ro the r and h i s family for Christinas - and get t o l d NO. 

Disabled members of t h e t ask force have drawn g rea t s t r eng th from each 

o the r - t h a t is one of t h e reasons for organiza t ions l ike People F i r s t . 

But p a r t of t h a t s t r eng th comes from knowing t h a t t he r e l a t i o n s h i p s are 

f ree ly entered and can be f ree ly ended. As much as task force members 

need each o t h e r , they know t h a t about the l a s t th ing any of them needs is 

to be with t h e o thers a l l t he t ime. 

Most a d u l t s have a r e l a t i v e l y large degree of choice of people with whom 

they want to a s s o c i a t e - at l e a s t away from work or school . They have a 

r e l a t i v e l y f ree choice of what to e a t and when, what r e c r e a t i o n a l a c t i v i t i e s 

to engage i n , if any, and when. They go to bed when they want t o . When 

these common mat ters of choice a re c u r t a i l e d by i n s t i t u t i o n a l i z a t i o n , 

people can l o se o r appear to lose the a b i l i t y to function independently 

when o p p o r t u n i t i e s do p resen t themselves. 
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People who opera te independent l i v ing t r a i n i n g programs a re quick to say 

t h a t t h e need is as much to help people recover from t h e e f f ec t s of 

having been kept psychologica l ly dependent as i t is to teach them the 

p r a c t i c a l s k i l l s of l i v ing on t h e i r own. 

Task Force; Do you have a r e s iden t council to work on ge t t ing 
changes in t h e r u l e s you d o n ' t l i ke? 

Group Leader; We did it once, but nobody came. The adminis t ra tor 
says "If t he r e s i d e n t s don ' t l i ke c e r t a i n r u l e s . . . why don ' t you 
ge t a committee s t a r t e d ? " . . • and nobody came. 

Task Force; Why? 

Group Leader; They ' re a f ra id the s t a f f w i l l come down and punish 
them . . . A s t a f f member came to t h a t meeting and they a l l j u s t 
s t a r e d . . . and the s t a f f person got t i r e d of i t . Then they a l l go 
ou t s ide and b i t ch — 24 hours a day. So what can you do with people 
who won' t do anything for themselves? 
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CHAPTER 1: 
INTRODUCTION AND METHODOLOGY 

When People F i r s t made the agreement to do t h i s r epor t , it accepted the 

r e s p o n s i b i l i t y for doing an assessment of the unmet needs of service 

consumers in t h e developmental d i s a b i l i t i e s service system. At the same 

time t h i s needs assessment was being done, People F i r s t would also work 

out what it bel ieved to be the bes t ways (methodology) of ge t t ing consumers 

to p a r t i c i p a t e as ful ly as poss ible in the process of ident i fying t h e i r 

unmet se rv ice needs. 

At the beginning the task force looked at formal ques t ionnai res and 

thought about developing i t s own. However, the conclusion was quickly 

reached t h a t t h i s could not be a " s c i e n t i f i c " study in the sense of 

gathering large amounts of data in a standards format and then doing 

s t a t i s t i c a l analyses of t h a t da ta . The task force simply d i d n ' t have 

enough t ime, money or exper t i se to do t h a t . It was decided tha t meeting 

with groups of consumers and working out ways of ge t t ing them to t a lk 

f ree ly and informally was the only p o s s i b i l i t y for answering both needs 

assessment requirements. 

The method of c o l l e c t i n g the information was to audio-tape the meetings. 

The task force co l l ec ted about 60 or 70 hours of such t a p e s . Because of 

c o l l e c t i n g da ta t h i s way, much of t h i s repor t can be wr i t t en by l e t t i n g 

people speak for themselves through t r a n s c r i p t i o n s from the tapes . 

23 



[EDITOR'S NOTE: Every e f fo r t has been made to suppress the iden t i t y of 

t h e people who a r e quoted, where t h e i r c learance was not expressly given. 

Edi t ing of t h e t r a n s c r i p t s has included some paraphrasing where necessary 

for c l a r i t y , but the t r u l y dramatic s tatements have been l e f t in the 

words of t h e people who sa id them. Possible iden t i fy ing c h a r a c t e r i s t i c s 

of people or p l aces have been randomly a l t e r e d to enhance c o n f i d e n t i a l i t y . 

No f a b r i c a t i o n s have been in t ruded . ] 

The methods to get responses on unmet needs from t h e consumers had some 

expected r e s u l t s , and some su rp r i s ing ones. When spec i f i c areas of 

s e rv i ce needs were brought up, such as r e s i d e n t i a l s i t u a t i o n s , vocat ional 

t r a i n i n g , t r a n s p o r t a t i o n , hea l th ca re , educat ion, e t c . , most of the 

responses f i t i n t o the same kind of "laundry l i s t " t h a t unmet needs 

a s sesso r s in t h e developmental d i s a b i l i t i e s system encounter over and 

over aga in . A condensed l i s t of these concerns is included in the 

appendix. 

However, in general d i scuss ion , when people d i d n ' t f ee l on the spot to 

answer d i r e c t ques t ions , a g rea t deal of information came out t h a t bears 

more fundamentally on how the system ope ra t e s . Those conversa t ions , as 

d i s t i ngu i shed from t h e more formal i n t e r r o g a t i o n s , when reviewed l a t e r in 

t h e context of t h e e n t i r e informat ion-gather ing p rocess , led to a decis ion 

to examine some of t h e broad, more se r ious i s sues in t h e main t e x t in a 

way t h a t may be most p roduc t ive , if n o n - t r a d i t i o n a l . 

24 



Methodology 

The bes t response t h e t ask force can make to the requirement to develop a 

methodology for g e t t i n g consumer input to a needs assessment is to 

descr ibe what t h e t ask force i t s e l f d id , and some ideas about why things 

turned out as they d i d . 

1. The t a sk f o r c e , i n s o f a r as pos s ib l e , went to where t h e people who 

were to be interviewed were. If t h a t was not p o s s i b l e , the most 

informal , homelike, n e u t r a l s e t t i n g s was arranged. The people who 

were being in te rv iewed, t he r e fo r e , d i d n ' t have to deal with the 

d i s t r a c t i o n of s t range or th rea ten ing surroundings. 

2. The task force always went through an i n i t i a l phase of t e l l i n g the 

people why i t was t h e r e , expla ining b r i e f l y about the cont rac t with 

t h e Council , and explaining what is meant by "unmet se rv ice needs". 

Each task force member would t e l l a l i t t l e b i t about himself or her ­

se l f , and each member of the interview group was inv i ted to do the 

same. If people were shy and d i d n ' t want to t a l k , they were assured 

t h a t t h a t was f i n e , and they were reminded t h a t any time they did 

f e e l l i k e t a l k i n g , t h e i r comments would be welcome. When an i n t e r ­

e s t i n g exchange got going, on or off t h e sub jec t , i t was encouraged 

as p a r t of t h e general " ice-breaking" and soothing f i r s t p a r t of the 

meet ing. In every case , t o o , t h e p r i n c i p l e of c o n f i d e n t i a l i t y was 

explained in asking permission to tape t h e in t e rv i ews . (In only one 

s i t u a t i o n , wi th a s e rv i ce p rov ider , was t h e r e r e s i s t a n c e to t ap ing , 

but a f t e r everybody got acquainted and comfortable with each o ther , 

permission was gran ted . ) 
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3. Wherever the se t -up allowed i t , t he task force made sure the re was a 

lengthy lunch or refreshment break to allow ind iv idua l s to get to 

know each o the r on a one-to-one b a s i s . This made it poss ib le for shy 

people to ask quest ions t h a t they d i d n ' t want to ask in a big meeting, 

to ask and answer personal ques t ions and perhaps even discover mutual 

acquaintances — in o ther words, to get r i d of more "s t rangeness" 

t h a t c o u l d n ' t be handled in t h e regula r meeting. 

4. Except for a few ind iv idua l s who j u s t weren ' t able to overcome t h e i r 

shyness or fear in so shor t a t ime, t h e second p a r t of the meeting 

genera l ly brought out a much deeper and f r ee r type of communication, 

much more informative of r e a l i t y . Some of t h i s happened because of 

t h e r a p i d i t y with which genuine c loseness was observed to develop 

between consumers who had been s t r angers a shor t while before . Par t 

of it happened because consumers work very hard at helping each other 

communicate, e spec i a l l y when language problems a re d i f f i c u l t . I t i s 

a mat te r of genuine empathy on t h e one hand, and the absence of the 

tendency frequent ly found when non-consumers work with consumers — 

namely t h e tendency of t h e more a r t i c u l a t e person to "put words in 

t h e mouth" of t h e person having d i f f i c u l t y expressing herse l f or 

himself . 

5 . I t was most of ten during t h i s l a t t e r p a r t of t h e meeting t h a t t he 

in te rv iewees began to r e a l i z e t h a t d i sabled members of the t ask force 

were system su rv ivor s , having taken the worst t h e system could dish 

out and having made use of t h e b e s t t h e r e was to take advantage of, 

and having become remarkably independent and normalized in the 

p r o c e s s . As a r e s u l t , what seemed to have s t a r t e d out as a kind 
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of funny v i s i t of a s t r ange , almost r ag- tag crew - e spec ia l ly where 

t h e hos t group was a bunch of " supe r s t a r s " of the independent l i v ing 

t r a i n i n g system - often ended with t h e interviewees interviewing the 

in terv iewers about what they had done r i g h t or what somebody had done 

r i g h t on t h e i r behalf . 

The t a sk force , t h e r e f o r e , through the charac te r -bu i ld ing experiences of 

i t s members and through the remarkable way it f i t t oge the r as a group, 

seemed to r ep resen t a symbol of a poss ib le future for the people being 

in terv iewed. In a sense , t h e task force had turned i n t o the embodiment 

of t h e self-advocacy model it was charged with des igning. More of t h i s 

except ional phenomenon w i l l be discussed in the chapter on self-advocacy. 
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CHAPTER 2: 
THE RETARDING ENVIRONMENT 

The s i n g l e , most widespread and alarming unmet need t h a t the task force 

i d e n t i f i e d was the f a i l u r e of large numbers of service providers to un­

derstand the law and the p r inc ip l e s behind it - and consequently, t h e i r 

f a i l u r e to operate in accordance with e i t h e r . 

That t h i s is not universa l ly the case, t h a t t he re a re some glowing ex­

cept ions out t h e r e in the rea l world, only i n t e n s i f i e s the d i s t r e s s 

caused by t h i s f ind ing . 

By and l a rge , the fee l ing in r e s i d e n t i a l care f a c i l i t i e s , from the 

l a r g e s t to the smal les t , in s t a t e hosp i t a l s and community care f a c i l i t i e s , 

in educat ional and vocational t r a in ing f a c i l i t i e s and programs for the 

developmentally d isabled , and in general , wherever the "keepers" and the 

"cared for" a re found — the feel ing forms the background and the backbone 

of what t h e task force has come to c a l l " the re ta rd ing environment". 

• There is an overwhelming b ia s toward dealing with people l a ­
be l l ed mentally re tarded as if they are ch i ld ren . This rubs off 
on consumers and they think of themselves and r e fe r to themselves 
as "boys and g i r l s " or as " the kids". 

• At one f a c i l i t y t he re is an o f f i c i a l troop of the Boy Scouts of 
America. I t s members a re men and women ranging in age from 
t h e i r 20 ' s t o t h e i r 5 0 ' s . 

• The most common item of personal property in evidence in s t a t e 
h o s p i t a l l i v ing quar te rs i s s tuffed toys . 

• At one f a c i l i t y , independent living trainees mentioned proudly 
t h a t they had telephones in t h e i r rooms. Later in the con­
ve r sa t ion one of the t r a inees was asked if the 911 number was 
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in e f f ec t in t h a t community, or who should be ca l l ed in the 
event of a f i r e or l i ke emergency. The answer was "We're not 
supposed to decide wha t ' s an emergency . . . W e ' r e supposed to 
c a l l a s o c i a l worker." 

• I 'm c u r r e n t l y involved in a she l t e red workshop . . . which is 
p u t t i n g me down t h e tubes . . . . They r e a l l y d o n ' t make you 
normalized, they make you more re ta rded . . . . You get a whole 
bunch of mental ly re ta rded people and they j u s t copy off each 
o t h e r on how t h e y ' r e supposed to a c t , and ins tead of going 
u p h i l l out of r e t a r d a t i o n they go downhill being more mentally 
r e t a rded . . . I see t h a t every day. 

• Task Force: Do you go to the movies? 

In te rv iewee : Oh, yes , we do on the weekends. We have a week­
end program which is very e x c i t i n g . 

Task Force: How many people go with you, or do you go alone? 

In te rv iewee : It v a r i e s - as many as 25 people on the l i s t if 
t hey 've been good . . . sometimes 10 . . . . We mostly go in 
groups because even if i t ' s safe in t h e day something bad 
could happen. 

• The t a sk force is v i s i t i n g a workshop, where one of t h e super­
v i s o r s is expla in ing ea rnes t ly and sweetly how t h e t r a i n e e s 
l e a r n how to make ceramic b u t t e r f l i e s for wind chimes. A t r a i n e e 
in a wheelchai r , who obviously has a problem and considerable 
d i f f i c u l t y i n expla in ing i t , i n t e r r u p t s t h e s u p e r v i s o r ' s presen­
t a t i o n . The superv isor snaps at t h e t r a i n e e "You've been a pain 
in t h e neck a l l day — now go be a pa in in t h e neck by yourse l f !" 
— grabs t h e wheelchair and shoves it across t h e room in to a 
w a l l , where t h e t r a i n e e ends up facing t h e wal l and unable to 
move. The superv isor tu rns back to t h e t ask force and sweetly 
resumes t h e p r e s e n t a t i o n . 

The pervas iveness of t h e s e experiences at so many of t h e p l aces the task 

force v i s i t e d cannot be explained by a s ta tement t h a t t h e developmental 

d i s a b i l i t i e s system is run by bad people . To say t h a t would be both 

inaccura te and u n f a i r . Some of t h e most d i s t r e s s i n g examples of how not 

to f o s t e r growth and development were, however, t h e work of c l e a r l y 
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dedicated and well-meaning people . There may be more than a l i t t l e t r u t h 

in a s ta tement t h a t seemed grotesque a t t he time t h e t ask force heard i t , 

because it was u t t e r e d by a person who was c l e a r l y in the c lu tches of the 

r e t a rd ing environment: 

We know t h e s t a f f here loves u s . They wouldn ' t be here if they 
d i d n ' t . 

The s i t u a t i o n could be improved immeasurably if t h e bas ic understanding 

of t he na tu re of t h e r e t a rd ing env i romen t could be brought i n to the 

consciousness of both se rv i ce providers and consumers. In view of the 

r e l a t e d f inding t h a t so many se rv ice providers do not seem to under­

s tand the law or t h e p r i n c i p l e s behind i t , t h e t a sk force makes the 

following recommendations to t h e Ca l i fo rn i a L e g i s l a t u r e : 

1. The L e g i s l a t u r e should r equ i r e every se rv ice provider in the develop­

mental d i s a b i l i t i e s system to graduate from an approved course of 

i n s t r u c t i o n and t r a i n i n g in t h e content and ob jec t ives of t h e Lan-

terman Act and r e l a t e d laws, including federa l and s t a t e c o n s t i ­

t u t i o n a l p r o t e c t i o n s of c i t i z e n s . Al l employees, publ ic and p r i v a t e , 

of t h e developmental d i s a b i l i t i e s system and c lose ly r e l a t e d se rv ice 

systems would be covered by t h e requirement. The curriculum of such 

a course should be pu t t oge the r by q u a l i f i e d p rofess iona l s in educat ion, 

and t h e s e p ro fe s s iona l s should be advised and supervised by a panel 

of judges , members of t he L e g i s l a t u r e , and the S t a t e Council on 

Developmental D i s a b i l i t i e s . The same t r a i n i n g should be made ava i l ab l e 

fo r members of a rea boards and members of t h e S t a t e Counci l . 
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2. The Legislature should appropriate funds or require the State Council 

on Developmental Disabilities to set aside funds to develop a clear 

and understandable explanation of the Lanterman Act and related laws 

and constitutional provisions of importance to consumers of services 

in the developmental disabilities system. Whatever communications 

devices are appropriate should be used, including written and illustrated 

materials, audio and/or video productions. Consumers should be fully 

involved in the preparation of such materials. Coverage should 

include specific highlighting of the legal rights and responsibilities 

of consumers, the legal responsibilities of service providers and 

advocacy panels established by law, outcome objectives of service 

programs, and how consumers can find help to resolve problems if they 

have reason to believe the system is doing something wrong or is 

failing to do something required by law. 

The California Legislature has been working on legislation to get the 

developmental service system to establish much more precise and accoun­

table standards on a statewide basis for licensing, accounting procedures, 

and most of all good quality programs of service, as recommended by the 

State Council on Developmental Disabilities. Legislation like this is 

strongly supported by People First. The chances of such stronger laws 

working would be greatly enhanced, we believe, if the kind of training 

for providers and consumers suggested above were also required. 
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