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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. 

4 



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. 

7 



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 . 
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[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 . 
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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 

32 



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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CHAPTER 3: 
T H E FATE OF THE 

STATE HOSPITAL SYSTEM 

When the task force began the work t h a t led to t h i s repor t , t he re were 

perhaps as many members as not who s incere ly accepted the p r inc ip l e t h a t 

t h e r e would probably always be a need for a s t a t e hospi ta l system to back 

up the community-based serv ice system for people with developmental 

d i s a b i l i t i e s . However, by the time the writ ing stage of the repor t had 

been reached, not a s ingle member of the task force was wi l l ing to defend 

t h a t p o s i t i o n . 

A unanimous opinion of the task force is t h a t , except for Penal Code 

commitments, which the task force simply i s n ' t prepared to deal with, 

t h e r e appears to be no programmatic or service-based j u s t i f i c a t i o n for 

any long-term plan for serving people with developmental d i s a b i l i t i e s 

t h a t would include preserving the s t a t e hosp i t a l system. 

The repor t of the Assembly Office of Research (see Appendix I I I , pp. 78-

79) quotes the d i r ec to r of one s t a t e h o s p i t a l : 

"Regional centers often r e fe r clients ( to a s t a t e hosp i t a l ) with a 
j u s t i f i c a t i o n t h a t the s t a t e hosp i t a l i s the only ava i lab le a l t e rna t i ve 
. . . ' a v a i l a b i l i t y ' has no place in an admission decis ion . . . we 
s t i l l have c l i e n t s who a re q u i t e e l i g i b l e for community placement, 
and whose famil ies do not object to community placement, who cannot 
be accommodated. Some regional centers have slacked off on placement 
a c t i v i t y because of what they perceive as insoluable budgetary 
cons t r a in t s or resource development problems. We have continual ly 
turned down many individuals for admission who are much c loser to 
being e l i g i b l e than several hundred of our cur ren t r e s iden t s . . . ." 
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The Assembly Office of Research r epo r t then goes on to say (p. 79): 

"S ta t e h o s p i t a l popula t ions include g r e a t e r p ropor t ions of people 
with complex behaviora l problems and people requ i r ing continued 
medical c a r e . Nonetheless, many people with developmental, medical, 
and behaviora l problems s i m i l a r to those who l i v e in s t a t e h o s p i t a l s 
can be served successfu l ly in e f f ec t i ve community programs. . ." 
(Emphasis added) 

The r e p o r t then desc r ibes the successful phasing out of t he program for 

people with developmental d i s a b i l i t i e s a t Pa t ton S t a t e Hospital i n 

C a l i f o r n i a , and a community-based program in Michigan, two examples which 

c l e a r l y i l l u s t r a t e t h e fac t t h a t " s t a t e h o s p i t a l s do not . . . function 

to meet t h e needs of a unique popula t ion by providing a unique serv ice 

model; r a t h e r , s t a t e h o s p i t a l s function to make up for the de f i c i enc ies 

of communities." (P. 83 , emphasis in o r i g i n a l . ) 

The t a sk force knows about successful t e s t s i t u a t i o n s in which people who 

have to be kept a l i v e wi th tubes in t h e i r t r a c h e a s for b rea th ing , tubes 

in t h e i r stomachs for feeding, who need to be monitored cons tant ly to be 

kept a l i v e , a r e being cared for in home-like environments t h a t cos t l e s s 

than a t e n t h of what t h e ca r e in a s t a t e h o s p i t a l c o s t s for t h e same 

peop le . 

A t a sk force member v i s i t e d a community t rea tment program t h a t provides a 

home-like e n v i r o m e n t for people who were o r i g i n a l l y put in s t a t e h o s p i t a l s 

under t h e Welfare and I n s t i t u t i o n s Code p rov i s ions deal ing wi th ind iv idua l s 

who a r e deemed to be a "danger to se l f or o t h e r s " , or because they have 

been diagnosed as a u t i s t i c . The program has been overwhelmingly successful 

in reducing or e l imina t ing p e o p l e ' s t roub led behavior - s i nce i t s incept ion 
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in Ca l i fo rn ia more than a year ago (and during the severa l years it has 

been opera t ing in o ther s t a t e s ) i t has never had to r e tu rn a c l i e n t to a 

s t a t e h o s p i t a l . Medication has been d r a s t i c a l l y reduced in many cases . 

Costs a r e s u b s t a n t i a l l y below s t a t e h o s p i t a l cos t s for the same kinds of 

p a t i e n t s . 

The task force t a lked to t h e mother of a long-time s t a t e hosp i t a l r e s i ­

dent . Her p lea was not to recommend closing of t h e h o s p i t a l where her 

to run away, and t h e mother d i d n ' t want her to have to go through t h a t 

experience again , out of s ince re compassion (although perhaps faul ty 

understanding of why the p a t i e n t kept t r y ing to run away). When t o l d 

about a program (see Chapter 10) t h a t helps pa ren t s l ea rn how to manage 

ch i ld ren with t h e same problems and get s e rv i ces in t h e community to keep 

them at home, t h i s same mother had the courage and se l f -possess ion to be 

able to say "Perhaps if I ' d have learned about such th ings years ago, my 

child's life would have been very d i f f e r e n t . " 

The t a sk force members who spoke with t h i s woman f e l t a r e a l sense of 

gr ief t h a t they weren ' t able t o assure her t h a t i t would s t i l l be poss ib le 

to make a d i f f e rence in her daughter 's l i fe -- because no one fel t i t was 

f a i r to ho ld out t h e hope of promises t h a t so f a r have not been kept very 

w e l l . Perhaps if some of t h e th ings t h i s r e p o r t says should be done - or 

should be stopped - a r e a t tended t o , t h a t mother and many l i ke her can be 

e n l i s t e d in a much more p o s i t i v e e f f o r t than working to keep s t a t e 

h o s p i t a l s open. The task force understand t h a t 59 pe rcen t of the do l l a r s 
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ava i l ab l e for s e rv i ces to people with developmental d i s a b i l i t i e s in 

Ca l i fo rn ia go to care for the 11 percent of the d isabled populat ion t h a t 

is being kept in s t a t e h o s p i t a l s . How much more se rv ice - and hope -

t h a t money could buy on t h e ou t s ide , given what is known about doing 

th ings r i g h t . 

For example, t h e town of P o r t e r v i l l e , which probably s tays a l i ve econo­

mical ly because of t h e s t a t e h o s p i t a l , is a l so the home of some out ­

s tanding community programs. It a l so boas t s a large popula t ion of people 

who a re or who, with proper t r a i n i n g , could become, some of the b e s t 

s e rv i ce providers in the country. Imagine how a town l i ke P o r t e r v i l l e , 

wi th i n t e l l i g e n t p lanning , t iming and dedicated help from Sacramento, 

could t r u l y prosper by turn ing i n t o a model of community se rv i ce and 

d e i n s t i t u t i o n a l i z a t i o n . 

Clear and sound ideas for developing such a t r a n s i t i o n a l program to a 

fu l ly community-based one can be found in the Ca l i fo rn i a Developmental 

D i s a b i l i t i e s S t a t e Plan and l e g i s l a t i o n introduced i n t o the Ca l i fo rn i a 

L e g i s l a t u r e . One idea i s s e l l i n g off or r en t ing s t a t e h o s p i t a l bu i ld ings 

and lands — which apparent ly a re worth between half a b i l l i o n and one 

b i l l i o n d o l l a r s on t o d a y ' s market — and using t h e proceeds to finance 

t h e development and improvement of s e rv i ces ou t s ide t h e h o s p i t a l s . Ideas 

l i k e t h i s have t h e unqual i f ied support of People F i r s t . 

The t a sk force does not mean to imply t h a t i t be l i eves an end to the 

s t a t e h o s p i t a l system would assure in any shor t term an end to i n s t i -
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t u t i o n a l i z a t i o n in t h e negat ive , r e t a rd ing environment sense of the word. 

But i t i s hard to be l i eve , having seen some of t h e bes t s t a t e h o s p i t a l s , 

t h a t any good can be achieved in them t h a t c a n ' t be achieved b e t t e r , 

f a s t e r , and more cheaply in a l e s s r e s t r i c t i n g , l e s s i n s t i t u t i o n a l i z i n g , 

l e s s r e t a r d i n g environment. Community care has a long way to go to keep 

the promise of t h e Lanterman Act, but t h e r e is a c l e a r prospect of 

achieving such goals in the community. There is no such prospect for the 

s t a t e h o s p i t a l s . CLOSE THEM. 
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CHAPTER 4: 
THE GENERATION GAP 

In reviewing what consumers had said during in terviews, and in looking 

back on what had been observed, the task force began to r e a l i z e t h a t 

t h e r e were c e r t a i n kinds of needs t h a t r e l a t ed mostly to the l i f e ex­

per iences of people within a changing service system. This r e a l i z a t i o n 

may be most eas i ly expressed as " the generation gap" because by and large 

people in c e r t a i n age groups have had various kinds of experiences with 

the se rv ice system t h a t o ther age groups may not have had because the 

system has changed the way it does th ings . 

The task force bel ieves t h a t t h i s way of looking at things may help 

people understand some of the i s sues more c l ea r l y , and may help po l icy­

makers f igure out how to make serv ice providers focus resources so t h a t 

they a re more on t a r g e t and have b e t t e r r e s u l t s . 

It should a lso be noted t h a t on the whole the changes t h a t have come have 

been p o s i t i v e . Unfortunately, i t has been necessary to ta lk mostly about 

negative th ings in wr i t ing t h i s r epor t , because the job has been to 

i den t i fy th ings t h a t need to be improved. Also, in developing a "self-

advocacy" model, t h e task force found i t s e l f dealing with such issues as 

confronta t ion and s e l f - a s s e r t i v e n e s s , which tends to c rea te a s t a t e of 

mind t h a t sees an enemy or an oppressor on the other s i d e . 

The r e a l i t y i s t h a t i f th ings weren ' t changing for the b e t t e r , the re 

would be no S ta te Council on Developmental D i s a b i l i t i e s t h a t has the good 

judgement and courage to nego t ia te a contract with a group of people 

l abe l l ed as mentally r e t a rded . Whatever e l se may be said in c r i t i c i s m 
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of the developmental disabilities service system, its willingness to ask 

for evaluation by its own clients says something very good about where 

things are - and can be - going. 

The Past 

During a v i s i t to a s t a t e h o s p i t a l , t h e t ask force met a man who r e ­

membered being kept in a dark basement when he was a c h i l d . That man is 

now in h i s s i x t i e s . I t i s not unfa i r to argue t h a t t h e r e probably was a 

long per iod in h i s l i f e when he was b e t t e r off in a s t a t e hosp i t a l - if 

t h e only choice was between being locked in t h a t dark basement by h i s 

p a r e n t s or being fo rgo t t en on t h e back wards by t h e s t a t e . I t i s a l so 

f a i r to note t h a t he was included in t h e group of people who met with the 

t a sk force and were f r ee to say what they wanted. 

On t h e o the r hand, it is a r e a l i s t i c prospect t h a t t he same man would 

have a very d i f f i c u l t experience t ry ing to adjust to l i fe outs ide t h e 

h o s p i t a l a f t e r a l l t hese years i n s i d e . That i s no excuse for maintaining 

t h e s t a t e h o s p i t a l system, as some people argue. I t i s , however, a very 

s t rong chal lenge to the developmental d i s a b i l i t i e s s e rv i ce system to 

develop adequate community-based s e rv i ce s for l i f e l o n g c l i e n t s who may 

not have been a s s i s t e d to prepare for t h e freedom of a d e i n s t i t u t i o n a l i z e d 

environment. 

The s e r v i c e need in such cases is to f ind ways of c leaning up p a s t e r r o r s 

of t h e system. The e f f o r t to do t h i s is not l i k e l y to be of any r e l e ­

vance to t h e c h i l d r e n now being born with developmental d i s a b i l i t i e s , 
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if they are going to be brought up in a non-institutional service system, 

as they should. How much relevance it has to the needs of the large 

middle generation which has experienced such a wide variety of treatments 

is a very hard question, but one which the system must try to sort out. 

The Future 

One member of t h e task force might have been w r i t t e n off twenty years ago 

as "hopeless ly re ta rded" except for h i s mother 's re fusa l to accept the 

o f f i c i a l judgement of t h e system as i t ex is ted then . Today, t h a t young 

man is in many ways the most normal, most normalized member of t h e t ask 

f o r c e . He dr ives a ca r . He has a r e a l j ob , and is cur ren t ly applying 

for a b e t t e r one. He l i v e s in h i s own apartment with a non-disabled 

roommate of h i s choice . His soc i a l l i f e involves as many or more non­

disabled people than people with d i s a b i l i t i e s - an uncommon experience 

even of most developmentally d isabled people who a re l i v ing on t h e i r own. 

This young man has b io log i ca l impairments t h a t w i l l always be a cause of 

h i s having to l i v e p a r t s o f h i s l i f e d i f f e r en t ly f rom people. who don ' t 

have such impairments. But he w i l l never know the hopelessness and 

h e l p l e s s n e s s imposed by t h e i n s t i t u t i o n a l system of se rv ices for people 

wi th mental r e t a r d a t i o n . He is a l i v i n g ya rds t i ck , compared with people 

of h i s own age group who have been subjec t to t h a t system, of how much 

" r e t a r d a t i o n " i s in f a c t t h e product o f t h e system i t se l f . 
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What t h i s man's family did on h i s behalf, and what they d i d n ' t l e t the 

developmental d i s a b i l i t i e s system do, may represen t the p a t t e r n of s e r ­

v i ce s t h a t needs to be provided to generat ions to come. More of t h i s 

w i l l be discussed in t h e chapter on "success s t o r i e s " . 

The Present 

The hope l e s s /he lp l e s s syndrome has been p a r t of the experience of most 

members of t h e t ask f o r c e . They a re s t i l l f i gh t ing t h e i r way out , and 

probably t h e i r l i v e s and t h e i r view of the world w i l l always be affected 

by i t , even when they have achieved t rue s o c i a l i n t e g r a t i o n and economic 

independence. They r e p r e s e n t t h e s i g n i f i c a n t "middle generat ion" of 

people for whom changes for the b e t t e r in the developmental d i s a b i l i t i e s 

s e r v i c e system cannot come too soon, and for whom they need not come too 

l a t e . The l a r g e s t p a r t of t h i s repor t i s r e a l l y devoted to the unmet 

s e r v i c e needs of t h i s genera t ion . 

One of t h e promising developments for people in t h i s middle generat ion is 

t h e r i s e and growth of independent l i v ing t r a i n i n g programs. As p o s i t i v e 

- as t h i s movement i s , i t i s a fac t t h a t i t s very ex i s t ence pu t s some old 

problems in a new l i g h t and, to some ex t en t , it even c r e a t e s new problems 

t h a t have not been a mat ter of concern in t h e p a s t . I t i s urgent to look 

a t t hese problems. 

As inc reas ing numbers of people with mental r e t a r d a t i o n and o the r develop' 

mental d i s a b i l i t i e s graduate from independent l i v i n g programs, the r e a l i ­

z a t i on begins to dawn t h a t being able to manage one ' s own l i f e away 
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from t h e "keepers" does not in and of i t s e l f assure an end to segregat ion 

or s o c i a l i s o l a t i o n . As a mat ter of f ac t , being able to l i ve without 

superv i s ion because you have learned to keep yourself and your apartment 

c lean and p r e s e n t a b l e , because you know the importance of paying your 

b i l l s , because you can cook for yourself and use publ ic t r a n s p o r t a t i o n by 

yourse l f , and in general manage your own a f f a i r s , can br ing wi th i t t he 

shocking r e a l i z a t i o n , when y o u ' r e out t h e r e a lone : "My god, now what do 

I do wi th my l i f e ? Is t h i s what i t ' s a l l about?" 

If you've had enough of t h e i n s t i t u t i o n a l and i n s t i t u t i o n a l i z i n g system, 

t h e r e t a r d i n g environment, and you've r e j ec t ed fu r t he r " t r a i n i n g " in a 

s h e l t e r e d workshop or fu r the r "education" in a segregated adul t school , 

and you d o n ' t have a job or a good t r a i n i n g program to go t o , if you 

s t i l l have l ea rn ing d i s a b i l i t i e s t h a t make r egu la r school s e t t i n g s un­

comfortable or unrewarding, what do you do? 

Also, a t t h i s p o i n t , t h e weaknesses of t h e publ ic t r a n s p o r t a t i o n system 

become a new kind of oppress ion . What good is it to be able to know how 

to take t h e bus to t h e shopping cen te r or to t h e movies, i f the buses 

have stopped running by the time you ' r e ready to come home? 

At t h i s p o i n t , t o o , what used to be pa inful but perhaps d i s t a n t or avoid­

able concerns about t he general p u b l i c ' s lack of understanding about 

people wi th developmental d i s a b i l i t i e s can become a da i ly reminder of t h e 

awful f e e l i n g some people went through a l l t o o o f ten in spec i a l education 

c l a s s e s . 
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A young woman with Downs' Syndrome b u r s t s i n t o t e a r s when her co l ­
leagues rebuke her for missing an important meeting. "Sometimes," 
she expla ins when she has regained con t ro l of her emotions, "I j u s t 
c a n ' t make myself take the bus because it h u r t s so much when nobody 
w i l l s i t down beside me." 

There a r e no easy so lu t ions to t h i s emerging s e t of problems. Govern­

ment has been t r y i n g to improve pub l ic t r a n s i t in general and spec ia l 

t r a n s p o r t a t i o n programs for the handicapped in p a r t i c u l a r , with mixed but 

usua l ly not outs tanding success . Committees and organiza t ions to find 

s u i t a b l e a l t e r n a t i v e s to t r a d i t i o n a l work and t r a i n i n g programs for 

d isabled people a r e not in shor t supply - but the a l t e r n a t i v e s they a re 

looking for a r e in shor t supply-

There is reason to be l ieve t h a t as more developmentally d i sab led people 

f ind t h e i r way i n t o the mainstream of soc i e ty , the publ ic w i l l abandon 

i t s t r a d i t i o n a l misunderstandings and h o s t i l i t i e s . Pos i t ive educat ional 

e f f o r t s by p r i v a t e o rgan iza t ions and government can and do help t h i s 

Perhaps what i s most important a t t h i s time for both consumers in t r a n s i ­

t i o n and for programs t h a t a s s i s t i n t h i s t r a n s i t i o n i s t o sharpen t h e i r 

awareness of t h e problems and p i t f a l l s . For example, one e x c e l l e n t 

independent l i v i n g program t h e t ask force v i s i t e d would not l e t people 

graduate u n t i l they had learned how to l ink up with an organized group of 

non-disabled peop le , such as the YMCA or S i e r r a Club, or even the Audubon 

Socie ty . This might not be a pe r fec t way to achieve s o c i a l i n t e g r a t i o n , 

but i t is a good s t a r t and an important s ta tement . 
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Perhaps i t i s time for independent l i v i n g programs to t i e in with d r iver 

t r a i n i n g programs, s ince the emergence of a few thousand more people from 

i n s t i t u t i o n a l i s o l a t i o n i s n ' t going to make the magic t h a t reforms the 

publ ic t r a n s p o r t a t i o n system. Perhaps j u s t a l o t more brainstorming 

about how to help people who c a n ' t dr ive get around, and about ty ing up 

with groups of c i t i z e n s who might add t h e i r weight to the helping e f f o r t , 

i s needed. 

Summary Restatement of Generation Gap I ssues 

Because t h i s way of looking at unmet se rv ice needs pu t s the i s sues in a 

novel framework, i t seems worthwhile to review and r e s t a t e the a n a l y s i s : 

1. There a re people being served by the developmental d i s a b i l i t i e s 

s e r v i c e system, mostly o lder people, who have been so i n s t i t u t i o n a l ­

ized (and perhaps , before t h a t , so b r u t a l i z e d ) , t h a t i t i s very dif­

f i c u l t t o h a b i l i t a t e them to l e s s r e s t r i c t i v e environments. That i s 

no excuse for not t r y i n g , and no excuse for keeping the s t a t e hosp i t a l 

system in e x i s t e n c e . The developmental d i s a b i l i t i e s s e rv i ce system 

has a very deep r e s p o n s i b i l i t y to provide s e rv i ce s for t h i s populat ion 

to meet t h e d e i n s t i t u t i o n a l i z a t i o n ob jec t ives of t h e Lanterman Act. 

2. There is a l a rge popula t ion of people with developmental d i s a b i l i t i e s 

who a r e genera l ly young and/or f l e x i b l e enough t h a t t h e e f f ec t s of 

t h e r e t a r d i n g environment on them to da te can be overcome with 

genuine d e i n s t i t u t i o n a l i z i n g and normalizing support from the s e r ­

v i c e system, from t h e i r own pee r s , and from t h e community at l a r g e . 
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The People First task force is a mixture of such people, and it also 

contains a representative of what ought to be the wave of the future. 

3. The third group is composed of a relatively few people who have 

escaped virtually all of the impeding effects of the retarding en­

vironment, and who, in their ability to function in the world show 

what is possible when things are done right. What has been done for 

this group, and what has not been done to them, may be one of the 

best models of how the developmental disabilities system should 

approach the developmentally disabled young children and infants of 

today, and those that will be born in the foreseeable future. 
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CHAPTER 5: 
GETTING THE MARKET 
TO CREATE MORE AND 

BETTER SERVICES 

The Lanterman Act had an t i c ipa ted t h a t free market forces would lead to 

t h e establ ishment of more and b e t t e r serv ices for people with develop­

mental d i s a b i l i t i e s . But the r e a l i t y is t h a t more than 600 people who 

a r e ready to leave s t a t e hosp i t a l s for community se rv ices are s t i l l being 

kept in hosp i t a l s because t h e r e ' s no place for them to go. As bad, or 

even worse, is the fact t h a t more than 250 more people have been sent to 

s t a t e hosp i t a l s between July 1983 and April 1984, for no o ther reason 

than the re were no community f a c i l i t i e s in which to house them. 

The task force encountered an example of how mixed up things are in the 

p re sen t system. Despite the unanimous recommendation to end the s t a t e 

h o s p i t a l system, the task force knows a good program when it sees one, 

and one of the bes t encountered is based at a s t a t e h o s p i t a l . This is a 

" t o t a l communications" program for people with impaired hear ing, and also 

for people who can hear but haven ' t learned to speak. 

This program has had some success in placing people in the community, but 

it keeps ge t t ing r e f e r r a l s from a l l over the s t a t e of people who need the 

s e r v i c e , so in effect people are being placed in s t a t e hosp i ta l s j u s t 

because t h a t ' s where the good program is located. 
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. . . (The clients) knew what they wanted to say, but they couldn't 
get it out. They also knew that people had low expectations of them 
and they were frustrated by that. And so in about two-and-a-half 
years after we started we had a group of about 35 residents who were 
ready to go . . . (these were people who) had gone from about zero to 
a hundred in that time . . . . And we looked around and there was 
nothing out there for them to go to. And we worked with the regional 
centers and the area board, and (a private organization for the 
hearing-impaired) . . . and they helped and we got a place going in 
(one community). We call that the "State Hospital Annex" because 
once they got opened we almost placed that whole first group, as a 
group, in that community facility . . . . 

. . . They're looking now, and most of them just have that place as a 
home base . . . . We've assisted in getting several other community 
facilities organized, (but for the most part they're just not putting 
together) real support programs for the hearing- and speech-impaired 
in the community . . . . 

. . .We're not geniuses here — we've figured out over the years 
what to do for this group of people, but anybody else could do it too 
. . . . At the beginning, approximately one-third of the people we 
worked with didn't have hearing impairments but had never developed 
speech, and they did beautifully too in the program. They were 
easier to place in the community. Hearing people's speech actually 
improves when they learn another form of communication. In some 
cases, the clarity of speech didn't improve that much . . . but just 
the reduction of frustration made a big difference in their ability 
to relate to the world . . . . 

. . . (Now we don't work with people who don't have speech but aren't 
hearing impaired, because) once this program became known we got 
placements of the deaf from all over the state, so we can't work with 
hearing people the way we did. 

People First believes that every parent or guardian of every hearing-

impaired person who is also labelled mentally retarded, and every parent 

or guardian of any person who is not hearing impaired but cannot speak, 

should know about that program and more important, about what can be done 

for people with those disabilities. Then these secondary consumers, 

joined by all those primary consumers who were helped to escape from the 

retarding environment by that kind of help, should set up a scream that 

will be heard in Sacramento and Washington for the establishment of such 
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programs in every major community. What kind of sense does it make to 

pu t people in s t a t e h o s p i t a l s j u s t to receive a se rv ice t h a t could 

b e n e f i t hundreds or thousands if i t were ava i l ab le outs ide? What kind of 

sense does it make to accept admissions from " a l l over the s t a t e " when 

t h e program i s n ' t adequately supported to provide se rv ice to t h e non-

hear ing- impaired who a re already in t h a t hosp i t a l ? 

One p i ece of Ca l i fo rn ia l e g i s l a t i o n even goes so f a r as to propose to 

make: 

" . . . n o - i n t e r e s t s t a r t - u p loans t o non-prof i t o rganiza t ions o r 
agencies t h a t wish to provide qua l i t y r e s i d e n t i a l o r non- re s iden t i a l 
s e r v i c e s to people who cu r ren t ly res ide in large s t a t e or p r i v a t e 
i n s t i t u t i o n s , or who are at r i s k of such placement. Loans for t h i s 
purpose s h a l l be made s p e c i f i c a l l y ava i l ab l e to q u a l i f i e d s t a t e 
h o s p i t a l employees who may wish to s t a r t community-based programs." 
(Assembly B i l l 3811, S t i r l i n g , as introduced in 1984.) 

If such l e g i s l a t i o n were enacted, t h e s t a f f of t h a t hosp i t a l -based 

program ought to get out i n to t h e r e a l world and make waves and make 

money. Non-profi t or no t , i f anybody ever deserved to get r i c h , i t ' s 

people l i k e t h e s t a f f of t h a t program. 

The t a s k force be l i eves t h e r e a r e two r e l a t e d problems in s t imula t ing a 

market-based expansion of community c a r e . F i r s t of a l l , t h e amount of 

money a v a i l a b l e to a t t r a c t f i r s t - c l a s s s e rv i ce s i s not ava i l ab l e because 

i t i s t rapped in t h e s t a t e h o s p i t a l system. The r e a l l y good community 

programs, independent living training, home and family assistance programs, 

are being underfunded in a c l a s s i c penny-wise , pound-fool ish way by 

r eg iona l cen te r s - mostly because they j u s t haven ' t got t h e money, or 
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are under strong pressure to continue giving it to the traditional care 

providers, whether those services are any good or not. 

Second, the way reimbursement is made to providers does not contain any 

incentives for doing a better job. In fact, the current system makes it 

possible for providers to make more money by holding people back. The 

"higher functioning" the individual, the lower the reimbursement to the 

care facility. And so the task force ran into example after example of 

people who were being told they weren't "ready" for independent living, 

when in fact many of them were "higher functioning" in some ways than 

members of the task force, all of whom live independently. 

The conclusion is inescapable that successful services are rare because 

success is not rewarded. Maintaining the retarding environment pays 

better. 

Nevertheless, the hopes of the Lanterman Act for getting the free market 

to operate in the public interest should not be abandoned. We are in a 

sorry state if people who know how to build a better mousetrap look out 

the window and see the government planting land-mines in the path to 

their door. There is an overwhelming need for developing reimburse­

ment systems that make significant rewards to service providers who 

consistently achieve measurable, desirable outcomes. 
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Perhaps t h i s e f f o r t needs more consumer involvement. Perhaps the system 

w i l l get b e t t e r a t specifying desired outcomes i f i t follows up on our 

recommendation to c o l l e c t and eva lua te r e a l - l i f e "success s t o r i e s " (see 

Chapter 8 ) . 

Ca l i fo rn i a law r equ i r e s minimum qua l i t y standards to be developed by the 

system. That s t i l l h a s n ' t been done. The Leg i s l a tu re must continue to 

do whatever is necessary to make t h a t law be implemented. The s t a t e must 

stop paying for s e r v i c e s t h a t a r e n ' t any good while i t s t a rves se rv ices 

t h a t w i l l save i t m i l l i o n s . To continue the p resen t upside-down system 

is to show t h e people government at i t s worst and most impotent. We 

think our e l e c t e d o f f i c i a l s a re capable of b e t t e r . 
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CHAPTER 6: 
JOBS, TRAINING AND 

VOCATIONAL ASSESSMENT 

The S ta te Council on Developmental D i s a b i l i t i e s says t h a t the unemploy­

ment r a t e for people with some type of developmental d i s a b i l i t y is 80 

percen t . If t h a t s t a t i s t i c is based on the same de f in i t i on of unemploy­

ment used by the Bureau of Labor S t a t i s t i c s , it means t h a t for every 

developmentally disabled person t h a t has a job, t h e r e a re four ac t ive ly 

and unsuccessfully looking for a job. 

The S t a t e Council and the Governor's Committee for the Employment of the 

Handicapped have been working very c losely with the S t a t e Job Training 

Coordinating Council to make sure t h a t federal funds coming in to the 

s t a t e under the Job Training and Par tnership Act are appropr ia te ly and 

f a i r l y shared with disabled people in need of t r a i n i n g and employment 

oppo r tun i t i e s . A very important r e so lu t ion was adopted by the S ta t e 

Council and the Governor's Committee on t h i s and r e l a t e d i ssues l a s t 

f a l l , and is included in the appendix. The r e so lu t ion c a l l s for many 

types of p o s i t i v e ac t ion by the various organizat ions funded under the 

Job Training and Par tnersh ip Act, and spec i f i ca l l y c a l l s for represen ta t ion 

of t h e disabled, on advisory groups to these organiza t ions . 

People F i r s t i s ful ly supportive of t h e r e so lu t i on . I t recommends t h a t 

in any fur ther e f fo r t s along these l i n e s , t he S t a t e Council and the 

Governor's Committee adopt the pos i t i on t h a t any rep resen ta t ion of the 

handicapped populat ion on the S ta t e Job Training Coordinating Council 

should always be done by & person with a d i s a b i l i t y and not by an employee 

of an agency t h a t serves the d isabled . Furthermore, it should be recom-
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-ended t h a t P r i v a t e Industry Councils at the loca l l eve l (PlCs) make 

every e f f o r t to r e c r u i t d i sabled businessmen to serve on t h e i r boards and 

committees. 

People f i r s t f ee l s t h a t t he e f f o r t s of the S t a t e Council and the Governor's 

Committee on Employment of the Handicapped a r e w e l l - d i r e c t e d and ener­

g e t i c a l l y pursued. They r ep re sen t input "a t t h e t o p " . I t i s hoped t h a t 

those e f f o r t s can be helped to have a g rea t e r impact by what t h i s r epo r t 

c o n t r i b u t e s in t h e form of " input from t h e bottom". 

Resident a t a Group Home: . . . I f you ' r e l i v i n g here you got to 
follow t h e r u l e s and go to a workshop or some o the r daytime program 
u n t i l you get a job . T h a t ' s one o f the main r u l e s . . . . 

Task Force: Many People F i r s t members in Sacramento have l e f t t he 
workshops and adul t educt ion cen te r because they f e l t they were being 
made more re ta rded by being t h e r e than if they d i d n ' t go t h e r e . The 
discrepancy between l i v i n g in t h e i r very own apartment and being 
respons ib le for t h e i r l i v e s in t h a t a rea and then going to a work­
shop and being t r e a t e d l i k e a young c h i l d was making them crazy, and 
they found i t e a s i e r t o t r y t o get t h e i r l i v e s toge the r without the 
b e n e f i t of a workshop. 

However much t h e t ask force may have become an almost organic u n i t for 

purposes o f p u t t i n g toge the r t h i s r e p o r t , i t i s s t i l l j u s t a bunch of 

very f r e e , very opinionated and a s s e r t i v e - and some people say argumen­

t a t i v e - i n d i v i d u a l s , who of ten have to f i g h t very hard with each o the r 

before they reach an agreement on an important issue. 

There is one ma t t e r , however, on which t h e r e is no argument whatsoever. 

No member of t h e t ask force ever wants to see another ceramic windchime. 
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These have become t h e hated symbol of the a l leged vocat ional t r a i n i n g 

system of s h e l t e r e d workshops - which n e i t h e r t r a i n nor o f fe r a voca­

t i o n , except to t h e people who run them. 

Enough has been s t a t e d elsewhere about the monumental u n s u i t a b i l i t y of 

t h e she l t e r ed workshop system t h a t t h i s r epo r t needn ' t bea t a dead horse . 

No r e p o r t on t h e developmental d i s a b i l i t i e s se rv ice system would be 

complete, however, without examining in general t h e e n t i r e system's 

unique i n a b i l i t y t o a s s i s t i t s c l i e n t s toward economic s e l f - su f f i c i ency . 

Several members of t h e t a sk force know a d isabled man whom t h e voca­

t i o n a l r e h a b i l i t a t i o n system kept t ry ing to teach how to make brooms. 

That man, with help from people ou ts ide the system who recognized h i s 

except ional p o t e n t i a l , eventua l ly became a high o f f i c i a l of the federa l 

government with a g r ea t deal of inf luence over t h e nationwide vocat ional 

r e h a b i l i t a t i o n system. Even from t h a t p o s i t i o n , however, he was able to 

make almost no dent in t h e bus iness -as -usua l menta l i ty of t h e system. 

The irony i s , t h a t over t h e years i t has so successful ly r e s i s t e d e f f o r t s 

to br ing i t up to d a t e , t h e vocat ional r e h a b i l i t a t i o n system has become 

inc reas ing ly i r r e l e v a n t to d isabled people who need voca t iona l s e r v i c e s . 

I t may survive in some o the r context , but u n t i l i t r e - eva lua t e s i t s 

perce ived charge towards people who want to work, i t s main importance is 

as a bureaucracy t h a t spends money t h a t could be b e t t e r used some other 
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Task Force; How many th ings do you l ea rn at your vocat ional t r a i n ­
ing f a c i l i t y bes ides making windchimes or learn ing how to scrub pots 
and pans? . . . Suppose a group of you decided you wanted an expan­
sion of t r a i n i n g oppo r tun i t i e s — would they l i s t e n to you? 

Trainee; That would be fun. I think they might, in a way, if you 
r e a l l y s i t down and t a l k with them and say "Hey, l o o k i t , how about 
t ry ing to expand t h e program a l i t t l e b i t . . . why d o n ' t we get to 
l e a rn to do more th ings? . . . W e ' d r e a l l y l i k e to have a cho ice . " 

Task Force; We've not iced t h a t t h i s fellow here is a very s k i l l ­
ful bike r i d e r . Why c a n ' t he be taught to r e p a i r b ikes? . . . You 
can make a good l i v i n g at t h a t . . . You folks should know about a 
program in Sacramento t h a t has got ten money (from t h e Job Training 
Pa r tne r sh ip Act) to s e t up an on- the- job t r a i n i n g program for people 
with developmental d i s a b i l i t i e s . . . What's so i nc red ib l e about the 
program is f i r s t they ask you what you want to do, then they go out 
and t r y to f ind you a t r a i n i n g s l o t in t h e community t h a t i s in the 
f i e l d you want . . . o r i f you f ind a p lace wi th a t r a i n i n g opportunity 
by yourself t h e y ' l l help with t h e t r a i n i n g c o s t s . Can you be l i eve 
t h a t ? 

Trainee; Well, in our workshop they ask us what we want to do. Only 
th ing is what we get to do is make windchimes or wash d i shes . 



turned seriously to people's observations of how little genuine effort is 

put into digging for hidden talents or skills when a "vocational assessment" 

is done of a person with developmental disabilities. A newcomer to the 

scene, for example, noted in passing that one of the members of the task 

force has an exceptionally fine speaking voice. That is a talent which, 

with the right kind of follow-up and training, could conceivably lead to 

a job in radio or television, or in making talking books, or in any 

number of activities. The point is that this man has an obvious talent 

which has never been examined by any of the service providers who have 

given him vocational guidance, counseling or training — so that he has 

never even considered it a potential marketable skill, let alone had an 

assessment of that potential, or advice on how to do something about it. 

This bears on the issue of the Individual Program Plan (IPP) required by 

the Lanterman Act for every client of the developmental disabilities 

service system. The comments and complaints were heard everywhere the 

task force went that the IPP is too often treated as just another bunch 

of papers to fill out. There was a strong feeling that this "ho-hum" 

treatment of the IPP where it happens, reflects the attitude that people 

with mental retardation have so little growth potential it almost isn't 

worth bothering. Some consumers, who said they had respect for their 

regional center workers, felt that there was a "burn out" element working 

when a perfunctory IPP was done, because these workers were so frustrated 

at trying to find good service resources for their clients. As the 

Assembly Office of Research report confirmed: 
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"We found t h a t t h e ind iv idua l planning process can be a mere r i t u a l , 
however, when ava i l ab l e se rv ices a re l imi ted in va r i e ty or qua l i t y , 
and when t h e program c o o r d i n a t o r ' s time and energy a re spread over 
t oo many c l i e n t s . Under such condi t ions , an ava i l ab l e serv ice is 
commonly r a t i o n a l i z e d as being what t h e c l i e n t "needs" . For example, 
a p e r s o n ' s need to work and earn money can be r a t i o n a l i z e d as a 
"need" for a she l t e r ed workshop, when, in f a c t , t h e workshop might be 
only one of severa l ways to ob ta in job t r a i n i n g . By confusing c l i e n t 
needs with a v a i l a b l e s e r v i c e s , t h e ind iv idua l program planning 
process can pe rpe tua te a l imi ted range of ava i l ab l e s e r v i c e s . " (Pp. 
30-31.) 

The widespread presence of these two c r i t i c a l b a r r i e r s , lack of be l ie f in 

a c l i e n t ' s voca t ional p o t e n t i a l , and off-handed, l i n e - o f - l e a s t - r e s i s t a n c e 

r e f e r r a l to e x i s t i n g s e r v i c e s , however inadequate or inappropr ia t e they 

may be , must be overcome before the system can more genera l ly r e f l e c t 

adherence to t h e i n t e n t of t h e law. 

Surely t h e r e must be well-documented t e s t s and o the r methods of assess ing 

voca t iona l p o t e n t i a l t h a t can do a b e t t e r job of looking for hidden vo­

c a t i o n a l p o t e n t i a l in people with mental r e t a r d a t i o n . Cer ta in ly the 

language of t h e Lanterman Act does everything poss ib l e to ave r t pro-forma 

r e f e r r a l o f c l i e n t s to segregated , r e t a r d i n g s e r v i c e s : 

. . . I n i t i a l in take (of a person with developmental d i s a b i l i t i e s by 
t h e reg iona l c en t e r ) s h a l l inc lude , but need not be l imi ted t o , 
information and advice about the na ture and a v a i l a b i l i t y of se rv ices 
provided by t h e reg iona l cen t e r and by o the r agencies in t h e commu­
n i t y , inc luding . . . educat ion, work a c t i v i t y and voca t iona l t r a i n ­
ing . . . and o the r s e rv i ce s or programs t h a t may be useful to pe r ­
sons with developmental d i s a b i l i t i e s . . . Intake s h a l l include a 
dec i s ion to provide assessment. (Welfare and I n s t i t u t i o n s Code 
Sect ion 4642) 
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. . . Assessment may include collection and review of available 
historical diagnostic data, provision or procurement of necessary 
tests and evaluations, and summarization of developmental levels and 
service needs . . . (Welfare and Institutions Code Section 4643.) 

Individual program plans . . . shall include the following: (a) An 
assessment of the developmentally disabled individual's capabilities 
and problems. The regional centers, in cooperation with the (Department 
of Developmental Services), shall adopt an approved list of tests to 
be used by all regional centers in making such assessments. The test 
or tests shall have been determined to be reliable and valid by 
acceptable statistical methods . . . (b) A statement of specific . . 
. objectives for improving the capabilities . . . of the person. 
Such objectives shall be stated in measurable terms which allow mea­
surement of progress . • . (Welfare and Institutions Code Section 
4646.) 

. . . No purchase of service contract with any agency or individual 
shall be continued unless the regional center and the person with 
developmental disabilities . . . agree that reasonable progress has 
been made towards the objectives for which the service provider is 
responsible . . • (Welfare and Institutions Code Section 4648.) 

Even if it is not possible in the near term to move the system to provide 

in-depth assessment of the vocational potential of every client, it is 

possible to illustrate what needs to be done, and what can be done for so 

many clients of the system — because it is being done already in at 

least one place — in a cheaper and more normalizing way than the traditional 

vocational rehabilitation model has been able to demonstrate. 

The following is a conversation between the task force and the manager of 

a "make-your-own-sandwich" shop, which was established by a private group 

that supports the creation of quality services for people with developmental 

disabilities. 
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Manager; . . . (She) l e f t us for a new job yesterday . . . Right now 
I'm missing her t e r r i b l y , not personal ly but because the s t o r e has 
grown to depend on he r . We don ' t pretend people a re important here -
we have r e a l work . • . One guy t h a t ' s in here now has moved on to a 
job with a fas t - food chain, and I ca l l ed him over to meet with you as 
a kind of example of somebody who's moved on to regula r employment. 
He 's a l so somebody I c a l l on for help when I'm s h o r t - s t a f f e d . J u s t 
t h a t sentence t e l l s you t h a t we don ' t have pretend work. I don ' t 
c a l l Je f f because I have pretend work. I c a l l him because I ' v e got 
r e a l work t h a t I c a n ' t get done. 

Task Force; When you c a l l him back, does he get at l e a s t minimum 
wage? ( t r a i n e e s don ' t ) 

Manager; Oh, yes . He's moved on and he q u a l i f i e s for payment j u s t 
l i k e any o the r r egu la r worker. 

Task Force; On t h e ca sh i e r i ng , how do you handle t h a t ? 

Manager; T h a t ' s tough — depends on the i n d i v i d u a l . We are wi l l ing 
to give anybody a shot at any job — we don ' t necessa r i ly demand t h a t 
everybody l e a r n every job abso lu te ly p e r f e c t l y , but we do demand t h a t 
everybody be given a chance to l ea rn without any preconceived not ions 
o f what t h e i r l i m i t a t i o n s a re . . . we won' t put anybody in a s i t u a t i o n 
t h a t ' s s e t up for f a i l u r e , but we ' r e w i l l i n g to give anybody a sho t . 

Task Force; Wouldn't you say t h a t chances of p lac ing anybody as a 
c a sh i e r from here is going to be minimal? 

Manager; And I ' v e learned t h a t l e s son . I did t r y a woman who was 
good at a l l a spec t s of the work in t h i s p l ace on the cash r e g i s t e r 
and she did marginal ly w e l l . She went elsewhere for a job and they 
sa id "Do you do cash r e g i s t e r ? " and she sa id yes and they t r i e d her 
out but she was not employed at t h a t job . . . The f a u l t , if t h e r e is 
any, is mine in t h a t t h e r e was a f a l s e sense of what she could do 
when as a mat te r of fac t in t h e r e a l world she j u s t c o u l d n ' t do t h a t 
j o b . She did ge t employed a t t h a t same organ iza t ion a t o the r t a sks 
and in f ac t s h e ' s doing wonderfully . . . but t he cash r e g i s t e r was 
something she wasn ' t compet i t ively employable a t . 

Task Force; How do you teach a person with learn ing d i s a b i l i t i e s to 
d o a l l t h e s e t a sks? 

Manager; I t ' s doing i t , i t ' s showing people how to do i t - - i t ' s 
t a c t i l e l e a r n i n g . One o f t h e mistakes we've made . . . i s t h a t 
t hey 've had classroom t r a i n i n g , they 've had voca t iona l c l a s s e s . . . 
Vocat ional c l a s s e s , to fo lks who have lea rn ing d i s a b i l i t i e s , don ' t 
make any sense . . . You have to f e e l i t , to experience it . • . 
doing it seems to be t h e b e s t , t h e only way. Show them — two, t h r e e 
t imes ; have them do it with somebody e l s e ; then have them do it 
a lone . I t ' s a s t ep -by-s t ep p rocess , l i k e learn ing to r ide a b i cyc l e . 

Task Force; How long does it take? 
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Manager; As long as it t akes somebody to get ready. 

Task Force; So then it doesn ' t mat ter how long it takes? 

Manager; It doesn ' t mat ter how long it takes . . . and t h i s is the 
toughes t decis ion I have to make . . . i t ' s whether somebody is going 
to be able in the long run to make it in competit ive employment . . . 
T h a t ' s t he key th ing — t h e y ' r e not going to make i t here i f t h e y ' r e 
not going to make it in a regula r job . We have to c r e a t e a r e a l job 
s i t u a t i o n here so i f t h e y ' r e going to f a i l t h e y ' r e going to f a i l 
h e r e . 

You know, I was t a lk ing to somebody yesterday about success r a t e s . 
Well, if we had a tremendous success r a t e t h a t i s n ' t anything to brag 
about . . . . Success s t a t s a re often crea ted b y taking only people 
who a r e going to be success fu l , and not r i s k i n g . We hope to r i s k , we 
hope to f a i l — I wear my f a i l u r e s as a badge of success of the s t o r e 

Task Force; How do people get in? 

Manager; Al l d i f f e r e n t methods — Department of Rehab, school 
system, c i t y co l l ege , independent l i v ing programs, p a r e n t s , coverage 
on rad io and t e l e v i s i o n . . . . We work with about seven or e ight 
d i f f e r e n t people in a week . . . . We have a wait ing l i s t t h a t works 
depending on t h e needs of t h e s t o r e . For example, if X lose John, 
who's r e a l high funct ioning, to a job in the r ea l world . . . and 
t h e r e ' s two people who have appl ied , Sal ly — who has a l o t of work 
background — and Jim -- who h a s n ' t had a l o t of experience with 
work. If John leaves , S a l l y ' s going to take h i s p lace because I need 
t h a t chemistry, t h a t ba lance . But if somebody who was not as advanced 
as John leaves , Jim w i l l take t h e p lace , because the one who wasn ' t 
t h e g r e a t e s t worker in t h e world can be replaced by somebody we can 
take a bigger chance on . . . I make t h a t dec i s ion . 

Task Force; Rave you had experience with somebody who d o e s n ' t move 
very f a s t ? 

Manager: J u s t recen t ly we had somebody here s t r a i g h t out of high 
school . He lacked what you folks have gained through years of being 
ou t t h e r e f igh t ing t h e system — he lacked experience and matur i ty . 
I found t h a t I had some t roub le working with him because he j u s t 
needed some more y e a r s . I found him s o c i a l l y immature . . . and 
t h a t ' s one th ing t h a t ' s a c h a r a c t e r i s t i c of our s t o r e - you might 
c a l l it a l i m i t a t i o n - but we have to make our money from our cus­
tomers. This is not a subsidized opera t ion . So c o n s i s t e n t inappro­
p r i a t e behavior wi th customers is something we c a n ' t t o l e r a t e , or we 
lose the bus iness t h a t keeps us ope ra t ing . 

Task Force; So how f a s t do you te rmina te somebody who's not r i g h t 
for you? 
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Manager; Probably not f a s t enough. He kept t h a t fellow about s ix 
weeks, and I knew the f i r s t week he wasn ' t going to make it . . . He 
had t h e p o t e n t i a l of l ea rn ing the s k i l l s , but it was behavior . . . 
So we worked with him and got him i n t o another working s i t u a t i o n , a 
bank job t h a t d i d n ' t make him have to work with customers to give him 
a chance to l e a rn under l e s s p ressure . . . This is tough here , t h i s 
is tough. Customers a r e in and out and t h e y ' r e demanding and they 
d o n ' t know anybody's " s p e c i a l " so they d o n ' t t r e a t 'em s p e c i a l . 
I s n ' t i t n ice not t o b e t r e a t e d "spec ia l "? 

Task Force; (Laughter, cheers and applause . ) 

Manager; You know, I was deal ing with a f a the r and he says "We have 
four c h i l d r e n , but Sal ly here has some learn ing d i f f i c u l t i e s — but 
s h e ' s our s p e c i a l g i r l . We d o n ' t make her do anything around the 
house ." Now who wants to be t h a t spec i a l g i r l ? 

Task Force; I t ' s r e a l l y a nea t th ing to see what you ' r e doing . . . 
we need more people to do t h a t kind of th ing . . . Je f f s a i d , when we 
were t a l k i n g about h i s experiences he re , t h a t you ended up being a 
f r i end he could r e a l l y t a l k to — t h e r e was a r e l a t i o n s h i p and an 
a t t i t u d e where he could t u r n to you where he cou ldn ' t t u rn to counselors 
and o t h e r s . 

Manager; T h a t ' s i n t e r e s t i n g , because i f t h e r e ' s one th ing I am, i t ' s 
t h e boss . And if you t a l k to J e f f ' s replacement, who h a s n ' t been 
he re very long, he won' t t e l l you I 'm a f r i e n d . To him, I 'm THE 
BOSS. He's t a l k i n g to somebody and I walk i n , he ge t s back to work. 
He 's a f r a i d . And t h a t ' s t h e way I want it to be . But what w i l l 
happen i s , g radua l ly , as t h a t person begins to develop a b i l i t i e s and 
they ge t to be r e a l l y good at what t h e y ' r e doing, they begin to 
develop se l f -conf idence . . . I ' m not f r i ends with people we ' re 
t r a i n i n g , I d o n ' t want to be t h e i r daddy, t h e i r mother-in-law . . . 
but they gain se l f - conf idence , then they gain se l f r e s p e c t , then they 
gain my re spec t and t h e respec t of t h e o the r workers. Then t h e 
r e l a t i o n s h i p begins to change and become a much more personal t h i n g . 
We d o n ' t s t a r t off t h a t way because most of our people a re so used to 
counse lo r s , to s o c i a l workers, and so used to spec ia l ed t eache r s , 
and so used to doctors and a l l those people who make them fee l l i ke 
t h e y ' r e "taken ca re o f — s o a t f i r s t t h e r e ' s a s t r a i n e d r e l a t i o n s h i p 
between us , and I d o n ' t want to be anything but t h e boss, because 
probably t h e i r p a r e n t s or t h e i r s o c i a l worker t o l d them "Oh, you ' re 
going to t h i s program, and t h e man who runs i t is a very n ice man." 
I t r y to change t h a t opinion r e a l quick. Eventual ly , what happens is 
t h a t a r e a l r e l a t i o n s h i p grows, bu t i t grows not between daddy and 
t h e kid or between t h e s o c i a l worker and t h e c l i e n t , but between co­
workers who have gone through the wars t oge the r and have a respect 
fo r each o t h e r . T h a t ' s a r e a l r e l a t i o n s h i p . 
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CHAPTER 7: 
FINANCING INDEPENDENCE 

A la rge number of persons with developmental d i s a b i l i t i e s a re e l i g i b l e 

for a f e d e r a l / s t a t e income maintenance program ca l led Supplemental Se­

cu r i t y Income (SSI) . This program is the descendant of the old welfare 

program of Aid to the Disabled. It uses a means t e s t (how much money and 

o the r a s s e t s e a s i l y conver t ib le to money do you have, and how much income 

do you ge t each month from whatever source) . If you are e l i g i b l e , you 

can receive money to l i ve on from the government. The amount is l e s s 

than $500. The ru l e s a re extremely complicated, and t h i s is not the 

p lace to go i n t o d e t a i l about them. 

If you a r e e l i g i b l e for SSI, you a re general ly e l i g i b l e for a publicly 

funded program of hea l th care ca l l ed Medicaid in o ther s t a t e s , Medi-Cal 

i n Ca l i f o rn i a . 

If at any time an SSI r ec ip i en t accumulates more than $1500 in money or 

resources e a s i l y converted in to money, t h a t person w i l l usually become 

ineligible for SSI and Medi-Cal. If a person ' s income exceeds a ce r t a in 

amount, t h e same th ing happens, although the tax on income is not 100 

percen t , as it is on savings t h a t add up to more than $1500. In any 

event , t h e tax r a t e on income or savings of SSI r e c i p i e n t s is generally 

higher than on m i l l i o n a i r e s . 

It is extremely d i f f i c u l t to get back on SSI when you've been cut off. 

For developmental ly disabled people l i v ing in r e s i d e n t i a l f a c i l i t i e s , SSI 
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is t h e most usual source of money to pay for the room and board of the 

r e s i d e n t s , so t h e res idence doesn ' t want people cut off. Usually, the 

SSI check of people who l i v e in r e s i d e n t i a l care f a c i l i t i e s goes d i r e c t l y 

from t h e government to t h e f a c i l i t y , so t h e l o s s of e l i g i b i l i t y c rea tes 

an immediate cash flow problem for the f a c i l i t y . 

People with developmental d i s a b i l i t i e s can be e l i g i b l e for Social Securi ty 

under a v a r i e t y of c ircumstances, which a re a l so too complex to go i n t o 

in t h i s r e p o r t . Di f ferent r u l e s apply to income under Social Secur i ty , 

and l i q u i d a s s e t l i m i t s don ' t apply. But b e c a u s e many Social Securi ty 

r e c i p i e n t s depend on Medi-Cal ins tead of Medicare ( the Social Secur i ty 

h e a l t h program), exceeding t h e income and resource l i m i t s of Medi-Cal can 

ge t a person i n t o t r o u b l e . 

If you expect to be dependent on SSI or Social Secur i ty for the r e s t of 

your l i f e , you simply have to be carefu l t h a t you don ' t break any of the 

r u l e s , or t h a t t h e r e ' s a l i t t l e b i t of money around to hold you over if 

you do make a mistake - or if t he system makes a mistake and you have to 

pay for i t . 

On t h e o t h e r hand, if y o u ' r e t r y i n g to work your way out of dependency, 

but a r e dependent on SSI and/or Medi-Cal u n t i l you can get a decent 

paying job t h a t looks l i k e i t might l a s t , you can run i n t o unbelievable 

p r o b l e m s t r y i n g t o f i g u r e o u t h o w t o m a k e e n d s m e e t d u r i n g t h e t r a n s i t i o n 

There a re some very hard- to-unders tand r u l e s t h a t an occasional r e c i p i e n t 

76 



with a smart lawyer f igures out how to use to put aside ex t r a money for 

fu ture needs, but t he s i t u a t i o n s in which these r u l e s apply are very 

l i m i t e d . 

The following dialogue between a r e s i d e n t of a care f a c i l i t y and members 

of t h e task, force sums up a g r ea t deal of t h e income-maintenance headaches 

of people wi th developmental d i s a b i l i t i e s , and opens the window on a 

novel i d e a . 

Resident : . . . I ' v e got almost t he $1500 . . . so t h e admin i s t ra to r 
says "O.K., you go t t a go out and spend." So I go and spend for a l l 
t h i s f o o l i s h s tu f f I r e a l l y d o n ' t need. 

Task Force: . . . Maybe what is needed is a good investment s e rv i ce 
for people on SSI so t h a t they can acqui re th ings t h a t w i l l inc rease 
i n va lue . 

Resident : No, we c a n ' t have any . . . investments . 

Task Force: Sure, you can have a p iece of ant ique fu rn i tu re or an 
o r i e n t a l rug . 

Resident : No, once a year they come with t he se papers . . . and they 
ask these personal ques t ions (about a s s e t s ) . . . so us kids here 
have to go buy foo l i sh th ings they d o n ' t need in order not to be cut 
off . . . One boy, h i s pa ren t s bought him a b u r i a l p l o t and they cut 
him off because o f t h a t . . . . 

When we ge t a j ob , we go t t a know how much we gonna make . . . if you 
make t o o much they cu t you off and then if you lose the job you go t t a 
f i g h t to ge t back on . . . They want you to work and if you do they 
cu t you off everything and y o u ' r e worse off because of Medi-Cal . . . 
so t h a t ' s why a l o t of people who could work d o n ' t and I could see 
t h e i r p o i n t u n l e s s they ge t a job t h a t pays decent . 

Task Force: . . . Maybe an IRA ( Indiv idual Retirement Account) might 
not be a bad idea . . . A t ax she l t e r ed investment . . . Businessmen 
do t h a t , d o n ' t they? They make up to a c e r t a i n amount and they know 
t h e t ax man i s going to take i t away, so they i n v e s t i t ( i n a she l t e red 
accoun t ) . 
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The IRA suggestion by a disabled task force member became the subject of 

serious discussion when the task force began working on recommendations. 

By then, the task force had heard variations on the same theme of how the 

SSI system keeps you poor, keeps you from working your way up in a job, 

keeps you dependent because it doesn't l e t you ever break out of the 

cycle — and realized what is meant when people say "If you're develop­

mentally disabled, and especially if you're labelled mentally retarded, 

t he re ' s one thing you can count on -- you're going to be poor and stay 

poor -- the government wil l see to t ha t . " 

What is being called a "tax" on earnings and savings under SSI must, in 

a l l fairness, be recognized as an effort by government to reduce the cost 

of the program to taxpayers, since SSI is financed out of general revenues. 

Even when society acknowledges tha t it has an obligation to transfer 

money from people who have enough to help take care of people who don't 

have enough, and makes tha t t ransfer through the tax system, government, 

which manages tha t t ransfer , also has an obligation to t ry to keep costs 

down for the sake of the people who are having the money taxed from them. 

The problem is tha t when a program like SSI is so badly put together tha t 

it keeps people dependent on it who could make it on the i r own with the 

r ight kind of encouragement, and when the program encourages recipients 

to go out and waste money to stay e l ig ib le , the taxpayers certainly 

a r en ' t gett ing t he i r money's worth. 
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Ending dependency wherever poss ib le should be the goal of a l l programs 

for d isabled peop le . If you look at how t h e d i s incen t ives in SSI work, 

you see t h a t d i s incen t ive s to earn and save make no more sense to poor 

people than they do to b e t t e r - o f f people . The idea of t h e Individual 

Retirement Account (IRA) grew out of the understanding t h a t tax reform 

could c r e a t e some important soc i a l b e n e f i t s . F i r s t , by allowing a 

po r t ion of earned income to be pu t in savings t h a t c o u l d n ' t be touched 

for a long t ime, t h e amount of c a p i t a l ava i l ab le for investment in 

bui ld ing up the na t i ona l economy could be increased . Second, by not 

taxing t h a t income a t t h e time i t was earned, but r a t h e r a t t h e time i t 

is taken out of t h e IRA, it encourages people to work harder now and earn 

more money if they can under the prefer red tax r a t e s , and t h i s a lso 

b e n e f i t s t he economy by improving p roduc t iv i t y . F ina l l y , as more people 

s e t up l a r g e r "nes t - eggs" for t h e i r re t i rement , t h e fu ture p ressure on 

Social Securi ty and o the r pension programs w i l l be reduced. 

Why c a n ' t these same general p r i n c i p l e s be appl ied in SSI and r e l a t e d 

programs with people with developmental d i s a b i l i t i e s who have a c l e a r 

p o t e n t i a l for improved independence and eventual s e l f - s u p p o r t , or a t 

l e a s t s i g n i f i c a n t l y enhanced earning power? The government could forego 

some of t h e cos t - reduc ing take-backs in t h e shor t run, j u s t as i t fo re ­

goes p r e sen t tax revenues in t h e IRA program, in r e t u r n for long-term 

b e n e f i t s and u l t i m a t e reduct ions in o v e r a l l c o s t s . 

Suppose t h e adap ta t ion of t h e concept were c a l l e d t h e IIA - Ind iv idua l 

Independence Account. A person who signed up for t h e p lan would have 
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to promise not to have con t ro l over the money, but have it kept in a kind 

of " t r u s t " subjec t to c e r t a i n condi t ions - j u s t as an IRA i s . If the 

person broke the agreement, he or she would be subject to p e n a l t i e s t h a t 

would be c l e a r when the agreement was made - as in IRAs. Then, if the 

person earned money or saved money above the l i m i t s allowed under SSI, 

t h a t ex t r a money could be s e t as ide in an i n t e r e s t - b e a r i n g IIA. Probably 

a l i m i t on how much ex t r a money could be she l t e r ed t h a t way in any year 

would be appropr i a t e , j u s t as i t i s in the IRA system. 

The agreement to p a r t i c i p a t e in the IIA program would s t a t e the condi­

t i o n s under which t h e money could be withdrawn. It would help consumers 

and se rv ice providers develop much more spec i f i c goal o r i e n t a t i o n in 

t h e i r Ind iv idua l Program Plans , which probably should be the b a s i s for 

deciding how and when t h e IIA money can be withdrawn. The c o s t s of 

acqu i r ing and furnishing an independent l i v i n g arrangement might qua l i fy . 

A s p e c i a l voca t iona l t r a i n i n g program t h a t i s n ' t ava i l ab le under publ ic 

funding might be a proper reason for making a withdrawal . So might 

buying a car or o the r means of p r i v a t e t r a n s p o r t a t i o n if i t ' s p a r t of a 

p l an for independence and s e l f - s u p p o r t . Perhaps the money might be made 

a v a i l a b l e to f inance t h e cos t of hea l t h insurance during a t r a n s i t i o n 

p e r i o d from pub l ic dependency to economic independence. 

One of t h e p o s s i b i l i t i e s of considerable i n t e r e s t to t h e t a sk force was 

pe rmi t t i ng t h e s h e l t e r i n g of excess income and resources to enable an 

i nd iv idua l or group of ind iv idua l s to genera te c a p i t a l for a business 

e n t e r p r i s e . For example, People F i r s t members have discussed the p o s s i -
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b i l i t y t h a t they might make very good p rop r i e to r s of a r e s i d e n t i a l 

f a c i l i t y for d isabled people . Not only do they have a keen des i r e to see 

such f a c i l i t i e s run proper ly , but they a l so have, ind iv idua l ly and 

c o l l e c t i v e l y , an enormous amount of i n s igh t i n t o how th ings can be done 

wrong, which is an important s tep in avoiding mis takes . 

The p o s s i b i l i t y of an IIA being the source of seed money or ea rnes t money 

could be j u s t what i t takes to generate add i t i ona l investment c a p i t a l in 

such an e n t e r p r i s e . 

Given some genuine commitment to innovat ion, and the wi l l ingness to take 

a minor r i s k , and given t h e exe rc i se of t h e opposi te kind of imagination 

t h a t now goes i n t o making SSI an absurd and cos t ly "Catch-22" for people 

with p o t e n t i a l for independence, t he p o s s i b i l i t i e s a re e x c i t i n g . The 

t a s k force recommends t h a t t h e S t a t e Council on Developmental D i s a b i l i t i e s 

take a se r ious look a t t h i s idea , and bring i t to t h e a t t e n t i o n of i t s 

coun te rpar t counci ls in a l l o ther s t a t e s . That way a na t iona l const i tuency 

wi th respec t and c lou t can br ing t h e mat ter before t h e Congress of the 

United S t a t e s , which would have t h e power to adopt such a p l an . 

There is a program administered by SSI ca l l ed "Plan for Achieving Self-

Support" or "PASS", which is ava i l ab l e to t h e b l ind and disabled rece iv ing 

SSI under very t i g h t l y con t ro l l ed circumstances. This program is very 

complicated and full of bureaucratic control. However, it might be a 

good s t a r t i n g po in t for working out the more f l e x i b l e p a r a l l e l to t h e IRA 
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suggested h e r e . I t might be useful for the S t a t e Council on Developmental 

D i s a b i l i t i e s to f ind out how many people rece iv ing s e rv i ce s to the 

developmentally d isabled a re using t h e program, or even aware of i t , and 

f ind out what those who a re using i t think about i t , and how i t is 

working ou t . In any event , t h e t a sk force has obtained SSI regu la t ions 

and admin i s t ra t ive gu ide l ines for "PASS" and is including them in the 

appendix for use by consumers and t h e i r fami l ies pending the hoped-for 

development of t h e IIA p l an . 
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SUCCESS STORIES 

Several p laces in t h i s repor t one of the members of the task force has 

been used as an example of how much r e t a r d a t i o n seems to be the product 

of t he r e t a rd ing environment. 

This young man, now in h i s ear ly twent ies , has been diagnosed from a 

s t r i c t l y medical po in t of view, with reference to the measurable b i o ­

log ica l damage t h a t has occurred in h i s b r a in and the effect t h a t damage 

has on h i s i n t e l l e c t i v e functions and on the r e s t of h i s body, as "severely" 

r e t a rded . (For people who take ser ious stock in the concept of "IQ", the 

upper l eve l of severely re ta rded has been e s t ab l i shed at around 50.) 

And ye t he is t h e most normal -- and "normalized" -- of t he members of 

the t a sk force who have been diagnosed as having developmental d i s a b i l i t i e s . 

He dr ives a c a r . The law e x p l i c i t l y s t a t e s t h a t : 

. . . persons with developmental d i s a b i l i t i e s have the same r i g h t s 
and r e s p o n s i b i l i t i e s guaranteed a l l o ther indiv iduals by the Federal 
Cons t i t u t ion and laws and the Cons t i tu t ion and laws of the S t a t e of 
Ca l i fo rn i a . No otherwise qua l i f i ed person by reason of having a 
developmental d i s a b i l i t y s h a l l be excluded from p a r t i c i p a t i o n in , be 
denied t h e bene f i t s of, or be subjected to d iscr imina t ion under any 
program or a c t i v i t y , which receives publ ic funds. (Section 4502, 
Ca l i fo rn ia Welfare and I n s t i t u t i o n s Code.) 

He found a t eache r to take whatever ex t ra e f f o r t it might requ i re to 

teach him to d r i v e . He took the Cal i forn ia d r i v e r ' s t e s t - wr i t t en and 

road - which is publ ic ly funded, and passed. 
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He can pick up t h e phone and c a l l any f r iend he wants t o , disabled or 

non-d isab led , and ask: "What a re you doing ton igh t? Want to go to the 

movies? Good. I ' l l pick you up at seven." 

He c o u l d n ' t leave Sacramento with t h e r e s t of the task force because of 

h i s j ob . And so he had to get himself out to t h e Sacramento Ai rpor t , 

catch a p lan for Los Angeles I n t e r n a t i o n a l , make h i s way from one a i r l i n e 

to another in Los Angeles I n t e r n a t i o n a l , catch a plane for Santa Barbara 

and meet h i s col leagues t h e r e . In the course of t h i s adventure, which 

had been known to reduce many a "normal" t r a v e l e r to whimpering, he ran 

i n t o a high o f f i c i a l in the f i e l d of spec ia l educat ion, whom he happened 

to know. "Blew h i s mind" was the observat ion - and accura te because what 

t h a t o f f i c i a l ' s s e r v i c e provides n e i t h e r expects o r aims a t reveal ing 

those c a p a b i l i t i e s for normal l i v i n g . 

In Chapter 10, a young man i d e n t i f i e d as Paul is descr ibed. At age 18 he 

c o u l d n ' t r o l l over by himself; he could be s a t up in a cha i r but he 

c o u l d n ' t ge t to h i s f e e t . About a l l he did was rock, e i t h e r ly ing down 

or s i t t i n g . At age 22 he can walk, he can feed himself, he can brush h i s 

own t e e t h . He a t t ends c l a s s e s at a school . He is l ea rn ing to d ress 

himself . His mother, who has e i t h e r taught him a l l t h i s or has supervised 

t h e t e a c h i n g , only began to be l ieve what was poss ib le f ive or s ix years 

ago. Now she is a beacon of hope to o the r mothers and fa the rs through 

t h e program she has pu t t oge the r , as Paul is a symbol of hope. 
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There a re probably hundreds, or thousands of s t o r i e s l i k e t h i s in C a l i ­

fo rn ia — or p o t e n t i a l s t o r i e s , if the system can be made to do what is 

known to be r i g h t and e f f e c t i v e . Surely, t h e r e f o r e , t h e r e must be a 

couple of dozen r e a l success s t o r i e s t h a t can be compiled for review by 

primary and secondary consumers, by se rv ice p rov ide r s , by p o l i t i c i a n s , 

and by t h e media and t h e general publ ic to help people r e a l i z e what is 

pos s ib l e when you do th ings r i g h t . This would be no d i f f e r e n t from the 

e f fec t t h e s to ry of Helen Ke l le r had: " I s n ' t i t i nc red ib le what i s 

pos s ib l e for human beings to achieve?" 

A c o l l e c t i o n of l i v i n g success s t o r i e s , if honest ly and s e n s i t i v e l y done, 

could a l so embody by example t h e p r i n c i p l e s and techniques of how to do 

th ings r i g h t . The most unsa t i s fy ing and uncomfortable th ing about 

prepar ing t h i s r e p o r t i s t h e r e a l i z a t i o n o f how much e a s i e r i t i s t o t e l l 

what ' s wrong than to say how to do wha t ' s r i g h t . On t h e o the r hand, one 

of t h e most rewarding th ings about doing t h i s r epo r t is f inding out t h a t 

some people a re doing th ings r i g h t , and t h a t t h e r e a r e good r e s u l t s to 

show for i t . A study of t h e l i f e experiences of people who have achieved 

normal izat ion is one of t h e ways to l e a rn how to achieve normal iza t ion . 

To o ther consumers, t h e t a s k force seemed to be an "anthology" of success 

s t o r i e s . Members of t h e t a s k force a r e honest enough with themselves to 

know t h a t in many ways t h a t ' s more appearance than r e a l i t y . But t he re is 

no ques t ion t h a t one of t h e unan t i c ipa ted impacts of doing t h e work of 

t h e con t r ac t was s t i r r i n g up a sense of t h e i r own p o t e n t i a l among t h e 

people who were in terv iewed. 
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It is recommended that the State Council on Developmental Disabilities 

adopt as a major, ongoing responsibility the collection and analysis of 

biographies of people who have been especially successful in achieving 

normalization, deinstitutionalization, revaluation, and all the other 

"-ations" the developmental disabilities system identifies as principal 

goals. 

These biographies should be prepared in whatever variety of modes and 

media necessary to make them accessible to as many consumers as possible, 

and of course to the community at large. The effort might be kept con­

stant and current by publication of a yearbook in the manner of encyclo­

pedias. 

From the standpoint of system improvement and reform, the process of 

gathering biographical data could eventually become an important tool for 

research and analysis, especially in comparing what services are most 

effective with what services aren't. 

The California Council might consider making this suggested project a 

joint effort with developmental disabilities councils in other states. 
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In Chapter 4 one of the po in t s made about the "generation gap" is t h a t a 

large po r t ion of t h e unmet serv ice needs of the present day comes out of 

a need to undo the effects of bad or misguided se rv ices in the p a s t . It 

is an i r o n i c fac t t h a t a large number, perhaps a majori ty, of people who 

a re l abe l l ed mentally re ta rded and who a t e functioning q u i t e normally in 

the community a r e people who were lucky enough not to have f a l l en in to 

the "wet concrete" of the re ta rd ing environment of t r a d i t i o n a l se rv ices . 

In many, many cases , t h e success s t o r i e s of these people revolve around 

t h e success of t h e people who love them - usual ly t h e i r paren ts - in 

ge t t i ng them t h e r i g h t se rv ices when they needed thorn and at the same 

time preventing i n s t i t u t i o n a l i z a t i o n , in the broad sense, by the organized 

se rv ice system. 

Secondary Consumer: If you only knew how much counseling for fami­
l i e s is based on helping them accept r e t a r d a t i o n and a l l the l imi ­
t a t i o n s t h a t go with it instead of helping parents learn how to work 
at overcoming r e t a r d a t i o n . . . What I ' l l never understand is what 
keeps some of these so -ca l l ed helpers from be l iev ing what they see! 

For pa ren t s of a c h i l d born with a developmental d i s a b i l i t y or suddenly 

acquir ing a d i s a b i l i t y in childhood, nothing could be more important than 

the immediate discovery of a support network of people who do under­

s t and , and know how to help find t h e r i g h t kind of s e r v i c e s . Parents 

going through t h e shock of f inding out t h a t they haven ' t got the "mil l ion 

d o l l a r baby" need to be helped to deal with the t r u t h as quickly as 
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possible — and that truth includes knowing the worst that can be ex­

pected and also the best that can be expected, given the state of the 

art. They need to see examples right away of the best, and they need to 

be helped to understand that successful overcoming of handicaps which 

would have seemed impossible just a few years ago are becoming common­

place today. They need to learn right away that the technology of treat­

ment is advancing rapidly - unfortunately more rapidly than the can-

p r e h e n s i o n o f t h e keepe r s o f t he o l d way o f do ing th ings . 

People in and out of the system who want to see reform and progress in 

d e i n s t i t u t i o n a l i z a t i o n and normal izat ion must focus on helping fami l ies 

cope as a top p r i o r i t y . Mot only w i l l ge t t i ng t h i s s e rv i ce widespread 

and e f f e c t i v e prevent t h e need for many o the r more cos t ly and l e s s ef­

f ec t i ve s e r v i c e s , but i t w i l l a l so r e c r u i t a new genera t ion of secondary 

consumers to hoping and to he lp ing . 

Primary Consumer; . . . When my mother found out t h a t I was d i s ­
abled she d i d n ' t want to be l ieve it . . . but one of my r e l a t i v e s 
t o l d her because I wasn ' t able to s i t up in t h e normal way a f t e r s ix 
months . . . My mother had a hard time accept ing me as a d i sab led 
person and she would t r y to t r e a t me as if I wasn ' t . . . but she 
r e a l l y d i d n ' t know how . . . She would t r y to ge t me to do th ings 
t h a t I r e a l l y c o u l d n ' t . 

I reached a c e r t a i n age and had a hard time accept ing myself, and 
when you have a hard time accept ing yoursel f because y o u ' r e d isabled 
i t ' s a r e a l b a t t l e for you . . . When I saw my b ro the r s walking 
around, when I saw my b ro the r s going out and p laying and being able 
to do c e r t a i n t h ings I was heartbroken wi th in myself because I wanted 
to be l i k e them, and X c o u l d n ' t be l i k e them. 

. . . So I had a d i f f i c u l t t ime and so did my family. But what 
brought me out of my s h e l l was when I l e f t home and found out some 
people r e a l l y did ca re . . . I guess my mother f e l t she r e a l l y did 
c a r e bu t I guess she was t h e type of person t h a t r e a l l y c o u l d n ' t 
show how much she cared . . . So I more or l e s s based myself on 
be ing around people than around my family. 
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Primary Consumer; . . . When th ings would go wrong I would be 
ge t t i ng punished because X was the re a l l t he time . . . I n o the r 
words when my mother had problems I f e l t l i k e she was taking those 
problems out on me . . . S o when I was a teenager I l e f t home and 
went to a s t a t e h o s p i t a l . . . (F ina l ly) I went to a p r i v a t e home . . . 
but they pu t somebody in t h e r e who was emotionally d i s tu rbed who 
s t a r t e d sca r ing me, so they put me in a convalescent home for t h r e e 
years and then another convalescent home for t h r e e years and then 
another one . . . and then for a while I was with a p r i v a t e family 
who worked in t h e convalescent home but they put me back because 
th ings d i d n ' t work out . . . and l i ke I s a i d , I ' v e been in so many 
p l aces t h a t i t ' s hard t o remember. 

This p e r s o n ' s exper ience hardly f u l f i l l s t he l e t t e r , much l e s s t h e s p i r i t 

of t he Lanterman Act t h a t : 

s e rv i ce s should be a v a i l a b l e to enable persons with developmental 
d i s a b i l i t i e s t o approximate t h e p a t t e r n s o f e v e r y d a y l i v i n g a v a i l -
able to nondisabled people of t h e same age . . . (and t o ) t h e maximum 
ex t en t f e a s i b l e , s e r v i c e s should be ava i l ab l e throughout the s t a t e to 
p reven t t h e d i s l o c a t i o n of persons with developmental d i s a b i l i t i e s 
from t h e i r home communities. (Welfare and I n s t i t u t i o n s Code Section 
4501.) 

The primary f a u l t , however, l i e s with t h e absence of se rv ices to t h a t 

p e r s o n ' s family r i g h t at t h e beginning when somebody not iced something 

was wrong. When t h a t person was a baby, the Lanterman Act d i d n ' t e x i s t , 

and t h e ideas t h a t were behind i t h a d n ' t had much a t t e n t i o n paid to them 

in t h i s count ry . And so t h e long nightmare of being kicked around from 

f a c i l i t y to f a c i l i t y may have been i n e v i t a b l e . That is no longer pe rmiss ib l e : 

The L e g i s l a t u r e p laces a high p r i o r i t y on providing oppor tun i t i e s for 
c h i l d r e n wi th developmental d i s a b i l i t i e s t o l i v e wi th t h e i r f ami l i e s , 
when l i v i n g a t home i s t h e p re fe r red ob jec t ive in t h e c h i l d ' s i n ­
d iv idua l program. In order to provide o p p o r t u n i t i e s for ch i ld ren to 
l i v e wi th t h e i r f ami l i e s , t h e following procedures s h a l l be adopted: 
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(a) The s t a t e plan s h a l l give a very high p r i o r i t y to the develop­
ment and expansion of programs designed to a s s i s t fami l ies in car ing 
for t h e i r ch i ld ren at home. Such a s s i s t a n c e may inc lude , but is not 
l im i t ed t o : spec ia l i zed medical and denta l c a r e , spec ia l t r a i n i n g 
for p a r e n t s , i n fan t s t imula t ion programs, r e s p i t e for pa r en t s , home-
maker s e r v i c e s , camping, day ca r e , shor t - term out-of-home ca re , 
b a b y s i t t i n g , counse l ing , mental hea l th s e r v i c e s , behavior modifi­
ca t ion programs, spec i a l equipment such as wheelchai rs , hosp i t a l 
beds, and o the r necessary appl iances , and advocacy to a s s i s t p e r ­
sons in secur ing income maintenance and o the r b e n e f i t s to which 
they a r e e n t i t l e d . 

(b) In developing ind iv idua l program plans for ch i ld ren , reg iona l 
cen te r s s h a l l consider every poss ib le way to a s s i s t fami l ies in 
maintaining t h e i r ch i ld ren at home, when l i v i n g at home w i l l be in 
t h e b e s t i n t e r e s t s of t h e c h i l d , before consider ing out-of-home 
placement a l t e r n a t i v e s . 

The department (of developmental s e rv ices ) s h a l l conduct an 
annual review of t h e percentage of ch i ld ren in out-of-home p l ace ­
ment, r e l a t i v e to caseload, in each regional cen t e r , and s h a l l i n ­
v e s t i g a t e any pos s ib l e excessive out-of-home placement in any regional 
c e n t e r . I f t h e department determines t h a t a reg iona l cen t e r has 
f a i l e d t o emphasize a s s i s t a n c e t o fami l i es t o ca re for t h e i r ch i ld ren 
a t home, t h e department s h a l l a s s i s t t h e reg iona l cen te r to develop a 
more appropr i a t e program and s h a l l e s t a b l i s h s p e c i f i c home-care 
ob j ec t i ve s for the reg iona l cen te r to meet in i t s con t rac t with the 
s t a t e . 

(c) If t he pa ren t of any c h i l d rece iv ing se rv ice from a reg iona l 
c e n t e r be l i eves t h a t t h e reg iona l cen te r i s not of fer ing adequate 
a s s i s t a n c e to enable t h e family to keep t h e c h i l d a t home, such 
p a r e n t may i n i t i a t e reques t for f a i r hearing . . . . 

(d) Nothing in t h i s s ec t i on s h a l l be construed to encourage t h e 
continued residency of adu l t ch i ld ren in t h e home of t h e i r pa ren t s 
when such continued residency is not in t h e b e s t i n t e r e s t s of t h e 
pe r son . (Welfare and I n s t i t u t i o n s Code Sect ion 4685.) 

The t a sk force has included t h i s long quote from t h e Lanterman Act be­

cause it knows of outs tanding home-care a s s i s t a n c e programs whose funding 

is both inadequate in amount and shaky in con t inua t ion p r o s p e c t s . Con­

s i d e r i n g t h e a b i l i t y and wi l l i ngnes s of t h e L e g i s l a t u r e and Governor to 

agree on more than two b i l l i o n d o l l a r s in a d d i t i o n a l funding for educat ion 
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over recent years, there ought to be a way to find three of four million 

dollars to secure and expand the best type of education possible — 

teaching parents how to keep their disabled children out of the retarding 

environment and out of $5000 a month state hospital beds. 

People First thinks the Legislature should schedule hearings on this 

important subject at key locations around the state so that parents, care 

providers, and interested parties can make their views known. The 

Legislature also ought to commission a study of this special subject, 

perhaps by the Assembly Office of Research, which has done such a good 

job on its other assignments in this area. 

One of the saddest things the task force encountered over and over again, 

something which some of its own members have to live with, is the dif­

ficulty of getting families back into positive relationships with one 

another when a disabled member has managed to get his or her life in 

order after leaving home. We are not aware of specific services focused 

on this matter. There may be such services — if they exist, they should 

be publicized by the appropriate agencies. If they do not exist, it is 

something for the service planning agencies to take under consideration. 

Another matter in strengthening families to work with disabled members is 

in the area of preparing for the eventuality that the parents will no 

longer be able to assist their children to live at home because of 
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t h e p a r e n t s ' own i n f i r m i t i e s or death . This means t h a t even when d i s ­

abled people a r e functioning wel l with t h e i r pa ren t s a t home, develop­

mental d i s a b i l i t y system s e r v i c e s should be made ava i l ab l e to maximize 

t h e independent l i v i n g p o t e n t i a l of those d isabled i n d i v i d u a l s . The task 

force ran i n t o many s t a t e hosp i t a l and o the r r e s i d e n t i a l care f a c i l i t y 

c l i e n t s who only became i n s t i t u t i o n a l "cases" a f t e r t h e i r pa ren t s d ied: 

. . . After my mother died I took care of my daddy . . . I took care 
of t h e house and I f ixed meals . . . and then my daddy has a hea r t 
a t t a c k and — I d o n ' t want to t a l k about i t . . . . Then my bro ther 
s e n t me here . . . I l i k e it here because t h e r e ' s th ings to do, but I 
d o n ' t l i k e l i v i n g with so many people . . . I l i ke my roommate very 
much, but I ' d r a t h e r l i ve with j u s t a few people with a roan to 
myself. 
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The t a sk force v i s i t e d a program t h a t has been in exis tence about four 

yea r s . It was begun by the mother of two developmentally disabled 

c h i l d r e n . Paul is now 22 years o ld , and by technica l de f in i t ion pro­

foundly r e t a rded . Rachel is 23, and severely r e t a rded . The mother, 

Susan, had refused to i n s t i t u t i o n a l i z e e i t h e r ch i ld over the years . 

However, it was not u n t i l recent years t h a t a powerful convict ion began 

to suffuse and motivate her — namely t h a t t he growth po t en t i a l of her 

ch i ld ren was enormously g rea t e r than she had been led to bel ieve in 

e a r l i e r y e a r s . 

The lengthy excerpts of the interview with t h i s woman, who is both a 

secondary consumer and a se rv ice provider , turned out to be the bes t 

summary of most of the r e a l l y c r i t i c a l i s sues in serv ice t h a t the task 

force could imagine, f a r more moving and insight-provoking than anything 

somebody might j u s t s i t down and make up. 

Susan; When I s t a r t e d t h i s program with Paul four years ago he j u s t 
mostly s a t and rocked . . . h i s hands were f l ipping back and for th . . . 
he d i d n ' t play with toys . . . he had never s l e p t through one night 
i n e ighteen years . . . H e d i d n ' t feed himself . . . H e could s i t i n 
a c h a i r but he cou ldn ' t come to a standing pos i t i on from a cha i r . 

. . . I had some g i r l s come in to work with him under my supervision 
on a da i ly b a s i s . . . and he showed such remarkable improvement 
a f t e r j u s t one week in t h i s home program t h a t X decided to make a 
f i lm of i t . X took it around the s t a t e . . . and met some wonder­
ful people who were i n t e r e s t ed in supporting t h e idea of an in-home 
t r a i n i n g program . . . we've been going ever s i n c e . 
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. . . I n t h e f i r s t year of t h e program he wasn ' t able to get up from 
t h e f l oo r — he c o u l d n ' t get up on h i s knees . He d i d n ' t l ea rn t h a t 
t h e second year or even t h e t h i r d yea r . I t was t h e four th year -
l a s t year - t h a t he f i n a l l y did t h a t . But t h e f i r s t year he learned 
to feed himself . . . and a l i t t l e playing with toys . . . He s t i l l 
h a s n ' t learned t o d ress himself but I know h e w i l l . . . i n t he f i f t h 
o r s i x t h y e a r . 

. . . The s k i l l s t h a t he is l ea rn ing now a re going to l a s t him t h e 
r e s t of h i s l i f e . They a r e going to make t h e d i f fe rence between h i s 
going i n t o an i n s t i t u t i o n or having someone be ab le to merely a s s i s t 
him in s e l f - h e l p types of s k i l l s in a semi-independent s e t t i n g . 

I j u s t be l i eve 'home-grown' kids a re t h e b e s t kinds of k i d s . I think 
we r e a l l y need to take a look at t h e way we ' r e r a i s i n g ch i ld ren these 
days, and what c h i l d - r e a r i n g is a l l about . . . 

Task Force; Yes, but what about when these people get to be a d u l t s , 
and it means someone has to go on being a momma for many, many yea r s , 
long a f t e r most mothers have stopped playing momma? 

Susan; Well , i t ' s a mat ter of de legat ing some of t h e r e s p o n s i b i l i t i e s 
. . . I get people in to he lp , I monitor them, I guide, supervise . . . 
I 'm not t h e hands-on person t h a t does everything myself for t h e 
c h i l d r e n as if t h e y ' r e t h r e e or four years o ld . . . The po in t is 
g e t t i n g them to do more th ings for themselves, by connecting them 
with t h e kind of people who can teach them what they need to know to 
be able to l i v e t h e i r l i v e s to t h e f u l l e s t . . . 

Task Force; We know t h e r e a r e c h i l d r e n who simply c a n ' t remain with 
t h e i r b i o l o g i c a l p a r e n t s . Do you think you can t r a n s f e r t h i s i n t e n s e 
kind of ca r ing and pa ren t ing to a s i t u a t i o n where i t i s n ' t t h e 
p a r e n t s t h a t t ake ca re of them? 

Susan: Home environment doesn ' t have to be t h e n a t u r a l home en­
vironment. After a l l , t h e r e a r e home environments t h a t a r e n ' t nur­
t u r i n g and ca r ing — a l l t o o many in t h i s s o c i e t y . In a community 
s e t t i n g , where you have people i n t e r a c t i n g wi th peop le , where you 
have t h e normal flow of events — t h a t can be what is meant by a home 
environment as opposed to an i n s t i t u t i o n a l s e t t i n g where you d o n ' t 
have t h a t n a t u r a l in te r f low with your next door neighbor or t he guy 
a t t h e grocery s t o r e . For example, t h e r e is a res idence in Los Angeles 
where t h r e e or four ch i ld ren l i v e with houseparents who a r e n ' t t h e i r 
b i o l o g i c a l p a r e n t s , but i t ' s home . . . I d o n ' t know how I can 
descr ibe how i t ' s d i f f e r e n t from t r a d i t i o n a l small group homes . . . 
bu t i t ' s a g i g a n t i c s tep over convalescent homes and t h e s t a t e 
i n s t i t u t i o n s . I t ' s t e r r i b l e t h a t w e a r e s t i l l p l ac ing people i n 
i n s t i t u t i o n s . 

Task Force; Won't you t r y some more to exp la in what makes t h e good 
p l a c e s you mentioned unique as f a r as t h e developmental d i s a b i l i t i e s 
system goes? 
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Susan: H e l l , I think i t ' s t he emphasis on t h e ind iv idua l person 
t h a t ' s p r e s e n t . . • they don ' t go to the s t o r e and purchase s ix 
i d e n t i c a l sweaters and put them on the people who l ive t h e r e . Each 
person goes to t h e s t o r e and helps pick out h i s own sweater . 

Task Force: Do you think it makes a d i f ference in t h a t Los Angeles 
p l ace t h a t t h e na tu ra l pa ren t s have to l i ve nearby? 

Susan: Yes, they have to a t t end regu la r meetings t h e r e , and maintain 
con tac t wi th t h e i r ch i ld ren . . . But a l s o , when we have a pa ren t -
monitored program t h e care providers tend to show a l o t more concern 
about how t h e y ' r e running the home. 

Task Force : Back to t h e ques t ion of what is a home environment. The 
s e r v i c e system and t h e lawmakers d o n ' t ever seem to have been able to 
ge t a handle on c r i t e r i a t h a t r e a l l y iden t i fy i t , and ye t you have to 
acknowledge t h a t it has a r e a l meaning . . . 

Susan: I was asked t h a t ques t ion today by t h e regional cen te r be­
cause X was looking i n t o a poss ib le r e s p i t e ca re cen te r for Rachel 
and they asked me what it is I would look fo r . And X t o l d them to go 
out and eva lua t e these p laces and came back with t h e i r h ighes t r e ­
commendations to me. They d i d n ' t want to do t h a t . 

Off t h e top of my head -- for my two ind iv idua l s -- t h e kind of p lace 
t h a t X think would be both nur tur ing and educa t iona l , t h a t would be 
suppor t ive to them as growing i nd iv idua l s , would be in an atmosphere 
based on approaching them where they a r e . With Rachel t h a t would 
mean t a l k i n g to he r , asking her what she wants, what she t h inks , what 
she f e e l s , r a t h e r than t e l l i n g her what to do . . . helping her to 
develop whatever s k i l l s she needs to be as independently functioning 
as p o s s i b l e . . . One would need to t a l k to t h e people in charge and 
f ind out what t h e i r philosophy is concerning how people grow, and 
what kinds of experiences an ind iv idua l needs to have in order to 
unfold t h e i r p o t e n t i a l . 

I know t h a t Rachel has communication problems. She needs help in 
t h a t a r e a . I know s h e ' s mixed up about some t h i n g s , and t h a t s h e ' s 
lonely — i t ' s important t h a t she can t e l l me about t h a t , and then we 
can ge t what he lp we need. It would be t h e same th ing in a fo s t e r 
home t h a t is a home -- someone would need to l i s t e n to her and be 
s e n s i t i v e to what she f ee l s i s important and t h a t w i l l help her l i ve 
h e r l i f e to t h e f u l l e s t . • . The person in charge of t h a t program 
should know very wel l what s e rv i ce s a r e a v a i l a b l e to a d isabled 
person . . . But what do you do when you c a l l up t h i r t y agencies and 
t h e r e ' s no p s y c h i a t r i c help ava i l ab l e (for a young woman with communi­
c a t i o n d i f f i c u l t i e s ) . . . which is what happened to me. 

The person t h a t runs t h a t home b e t t e r be able to p u l l some r a b b i t s 
ou t of t h e h a t , s t i c k with i t u n t i l t he system gives you t h e answer 
you want . . . 
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So i t ' s going to take an a s s e r t i v e person, one who would advocate for 
the r i g h t s of somebody who i s n ' t ye t able to advocate for herse l f or 
himself . . • Paul doesn ' t have speech, so he c o u l d n ' t speak for 
himself . But someone could get to know him on h i s l eve l and say: 
"This is where he i s . These a re h i s s t r eng ths upon which s k i l l s 
could be b u i l t . " He c a n ' t t e l l you t h a t he could do these t h ings , 
but t h e r e a r e ways to f ind out , and then he can be helped to learn to 
d o them . . . 

Task Force: I know these a r e th ings people d o n ' t l i k e to think 
about , bu t do you ever think about what might happen to your c h i l ­
dren if something happened to you — if you died or got sick and 
c o u l d n ' t take ca re of them? 

Susan; T h a t ' s a r e a l good ques t ion . . . What Rachel and I are 
working on is for her to l e a rn to be able to do as many th ings as she 
can for he r se l f , and then if something were to happen to me — and 
I ' v e made a w i l l to t h i s e f fec t — then Rachel would be able to 
choose a p l ace where she would l i k e to go and l i v e — perhaps a group 
home, if t h a t ' s what she would l i k e to do. She t a l k s sometimes about 
f ind ing a n i ce young man to share he r l i f e wi th . So t h e r e ' s some 
p o s s i b i l i t i e s t h e r e . What we ' r e working for i s for her to be able to 
unders tand he r se l f b e t t e r , and to achieve con t ro l over some of her 
problem behavior . Some areas of concern for Rachel a re to be able to 
have a j o b , to cook, to ca re for her body, and to l ea rn how to go out 
in p u b l i c and not get i n t o t roub le . . . 

Task Force; Before, you answered an unanswerable ques t ion — what 
makes a homelike environment -- b e t t e r than anybody I ' v e ever heard . 
Now the seque l , which is even more unanswerable: How much of t h e 
he lp t h a t you be l i eve is necessary for a developmentally d isabled 
person to grow and t h r i v e in a home or home-like environment can be 
bought with r e a l hard cash? 

Susan: A LOT OF IT! Money is t he key, it r e a l l y i s . If I ' d have 
had money when my c h i l d r e n were young, they would be in an e n t i r e l y 
d i f f e r e n t s i t u a t i o n now — e n t i r e l y d i f f e r e n t . Look at severely 
d i sab led people - or any d isabled person - who grows up with t h e 
conveniences, t h e t u t o r i n g , t h e th ings t h a t money can buy - even 
f r i e n d s . Money can a c t u a l l y buy people to come in and show concern 
fo r t h e i r we l l -be ing . 

Mow, hand-in-hand wi th money goes t h e r e s p o n s i b i l i t y of using it to 
h i r e someone who r e a l l y ca res and is going to be h e l p f u l . 

Task Force: Now, t h e ques t ion t h a t keeps coming up with t h e l a s t . 
How does t h e c o s t of s e rv i ce s t h e way you t r y to provide them or get 
them provided compare with t h e cos t of t h e way most of t h e system 
prov ides them, e s p e c i a l l y in i n s t i t u t i o n a l care? 

Susan: DEPENDING on w h o s e numbers you believe, the cost of keeping 
Paul in a s t a t e h o s p i t a l would be up to $5000 a month, and about 
$1800 to $2200 in a r e s i d e n t i a l f a c i l i t y . At home, he c o s t s the 
r eg iona l cen t e r between $250 and $300 a month. 
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Task Force: So i t ' s about 6 to 12 times cheaper to keep him at home? 

Susan: Yes. I t is so important to have j u s t an e x t r a p a i r of hands 
. . . Someone l i k e Paul can "go through" t h r e e or four of me -- it 
t akes an i n c r e d i b l e amount of energy to give him t h e support and 
t r a i n i n g necessary . There is t he ques t ion of love , t o o . Sometimes 
people l i k e Paul do not give back, in the expected way of a r e l a t i o n ­
sh ip — and t h a t can h u r t . . . and by having another person working 
wi th you you can r e in fo rce each o ther when he i s n ' t capable of giving 
it . . . P a r e n t s oftent imes "burn o u t " . They ge t to a po in t where 
they j u s t c a n ' t handle it any more and they need some backup, they 
need some suppor t . They need someone to say "Don't give up . . . 
I ' l l he lp you." I t ' s amazing how l i t t l e i t c o s t s t o get recharged 
. . . The c r i t i c a l p o i n t is t h i s : o ther people may give up on the 
c h i l d — l i k e t h e counselors and t h e s o c i a l workers - - but t h e pa­
r e n t s continue on, i f they can f ind t h a t r e s e r v o i r of s t r e n g t h . 
Also, pa r en t s a r e w i l l i n g to buck t h e system. Many counselors in the 
s o c i a l f i e l d have a c e r t a i n way of looking at t h i n g s . Often, throughout 
t h e yea r s , t h e advice I ' v e go t ten is to p lace my ch i l d r en - - and now, 
to p lace them as a d u l t s . . . And I 'm t o l d t h a t a segregated school 
is a f i ne p l a c e in which to be educated -- but you know they only say 
t h a t because it is convenient, t h e easy way . . . and t h e y ' r e deal ing 
wi th t h e masses . • • 

One of t h e ways money could be spent ( b e t t e r even in good home care 
programs): l e t us stop spending money t r a i n i n g p a r e n t s to be t h e i r 
c h i l d r e n ' s psychological counselors and a ides , and ins tead spend the 
money to h i r e people to support and co-teach with t h e p a r e n t s . I 
d o n ' t want to be t h e so le t r a i n e r anymore. I want o the r people 
involved who can do some modell ing, so t h e p a r e n t s can s tep back and 
not "be" every th ing to t h e ch i ld ren . . . 

I r e a l l y th ink t h a t if we a r e going to do something to make i t pos­
s i b l e for p a r e n t s to keep d isabled ch i ld ren out of i n s t i t u t i o n s we 
must give them t h a t o the r p a i r of hands, t h a t o the r voice . . . Look 
at Rachel . She is coming to t h e p o i n t where ins tead of being in 
"programs" a l l he r l i f e she i s on t h e verge of being in t h e job 
market . . . and maybe she can make it if I can give her somebody who 
w i l l work one-on-one wi th he r , and s e t he r up in lea rn ing s i t u a t i o n s 
. . . i t j u s t t akes a l i t t l e pa t i ence and c r e a t i v i t y . . . Today, 
she spent some time in a day ca re cen te r for l i t t l e ch i ld ren , and she 
knew i n t u i t i v e l y t h a t t h a t ' s t h e kind of p l a c e she could work and 
would want to work — she could be an aide to the t eache r and . . . 
be an e x t r a p a i r of hands. 

A person wi th developmental d i s a b i l i t i e s needs someone t h a t can go in 
and work wi th them s t a r t i n g on t h e i r l e v e l — with t h e most profoundly, 
severe ly handicapped person up to t h e h i g h e s t funct ioning person — 
and I d o n ' t c a r e i f i t t akes s ix months o r t e n y e a r s . But i t i s 
r i d i c u l o u s to th ink t h a t every handicapped person can be t r a i n e d in 
s ix months o r even in e ighteen months. I t ' s u t t e r l y r i d i c u l o u s but 
t h i s program faces t h a t a l l t h e t ime . "At t h e end of t h i s pe r iod of 
t ime, you a r e going to make t h i s person a funct ioning member of 
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soc i e ty , a l l problems a r e going to be solved, and we have a paper 
he re t h a t can prove i t t o t h e s t a t e . " 

Task Force: Is t h a t what t h e s t a t e means by the developmental model? 
Does IPP mean I n s t a n t Personal Program? (Laughter) If those are the 
expec ta t ions of your program why a r e n ' t t he same p r i n c i p l e s applied 
i n t h e i n s t i t u t i o n s ? 

Susan: With t h e severe ly handicapped person, un less they have t h a t 
"o ther person" working with them, t h e i r development s t o p s . I have no 
ques t ion in my mind t h a t if we had not had t h i s program for Paul , 
where people came in around t h e clock, he would be in exac t ly the 
same p lace he was in four years ago. He d i d n ' t get off a cha i r four 
years ago. "They" say t h a t by the time you ' r e 18, if you haven ' t 
learned t h e b a s i c th ings you never w i l l . T h a t ' s not so . How long i t 
t ake s is another m a t t e r . But what is learning? — i t ' s t h a t PASSPORT 
INTO LIFE. When you q u i t learn ing you q u i t growing. You end up 
i n s i d e yourse l f in a q u i e t , f ea r fu l p l a c e . 

Task Force: How do you ge t t h e message across t h a t people can grow 
and change? When we ' r e t a l k i n g to t h e p ro f e s s i ona l s , to the Governor 's 
Committee on Employment o f t h e Handicapped . . . o r where t h e y ' r e 
saying t h a t people wi th mental retardation c a n ' t have fee l ings? . . • 
when you go to meetings of groups of non-retarded handicapped people , 
t h a t r e t a rded people can speak for themselves — maybe somebody made 
a d i agnos t i c e r r o r they say . . . so where do you l ea rn how to make 
soc i e ty l e a rn? 

Susan: Well I th ink it needs to be presented to them v i s u a l l y . Some 
people can't hear it and can't believe it. When people hear the 
t h i n g s t h a t Paul and Rachel a re doing, i t doesn ' t have t h e same 
e f f e c t as when they see i t . And when o the r fami l ies with disabled 
c h i l d r e n see i t , see t h a t t h i s family can make i t , then they begin to 
th ink "Well, we can make i t , t o o . " They need to see t h a t t h e r e ' s no 
subspec ies involved h e r e , t h a t we ' re a l l human beings, every l a s t one 
of us . . . 

Task Force: I s n ' t t h a t l i k e how t h e s to ry of Helen Ke l l e r made some 
people understand? 

Rache l . ' ' — she used to behave j u s t i d e n t i c a l to Helen Ke l l e r before 
t h a t t e ache r broke through to her . . . True, t h e r e a r e some people 
who w i l l always be profoundly d i sab led , l i k e Pau l , a l l t h e i r l i v e s . 
Yet he can a l s o be hea l thy , emotionally s t a b l e , be ab le to do small 
t h i n g s f o r himself , be loving and giving and r e c e i v i n g , know how to 
smile when people v i s i t — ins tead of screaming and crying and 
s t r i k i n g out and l i v i n g wi th in a s h e l l . I th ink t h e r e a r e people 
l i k e t h a t for whom t h e opt ions e x i s t . . . I can spot k ids who a r e 
w i th in t h a t s h e l l , who a re r e ta rded unnecessa r i ly . My fee l ing is 
t h a t Paul is going to overcome t h a t p a r t of r e t a r d a t i o n and coma to a 
new l e v e l of func t ion ing . My fee l ing wi th Rachel is c l o s e r to t h e 
Helen Ke l l e r s t o r y . 
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. . . I wish t h e s t a t e were more f l e x i b l e i n support ing s e rv i ce s 
l i k e p s y c h i a t r i c counseling for people l i k e Rachel . They support the 
p r i n c i p l e t h a t she needs t r a i n i n g to be a r e t a rded person, but they 
do not recognize the f a c t t h a t she may have emotional problems . . . 
I t ' s a r e a l hardsh ip . 

Task Force; T h a t ' s one of t h e th ings we've discussed in t h i s group. 
There a r e some l i t t l e behaviors in some of us - some l i t t l e hang-ups 
— t h a t have kind of go t t en in t h e way even when we ' r e functioning at 
a community-based l e v e l — th ings t h a t can prevent us from f igur ing 
out some th ings and making some decis ions . . . so where do you go 
for he lp l i k e t h a t ? At t h e moment t h e only p lace t h e y ' l l t a l k to you 
i s a t t h e reg iona l c e n t e r , bu t they only deal with re ta rded people , 
so you g o t t a be ca re fu l t h a t t h e kind of help you ge t won't be 
r e t a r d i n g , but he lp you be more normal. I t ' s a problem . . . 

Susan: What do we want from l i f e ? We want to f e e l t h a t we f i t . If 
you d o n ' t f i t what do you became? — A MISFIT . . . I 'm r e a l l y 
angry when I read about people who a re being molested, sexual ly 
abused, in some " f a c i l i t y " , and then have people coming to my home 
recommending t h a t I p l ace my c h i l d r e n in a " f a c i l i t y " , maybe in a 
p l a c e j u s t l i k e t h a t . . . People have motives for helping and 
sometimes t h e y ' r e good and sometimes t h e y ' r e not t oo good, but I 
d o n ' t th ink we can t ake for granted t h a t t h e r e a r e n ' t any people ( i n 
f a c i l i t i e s l i censed or recommended by t h e s t a t e ) who won' t prey on 
people . . . After a l l , i s n ' t t h e r e a saying: "People l i ve in homes 
and not f a c i l i t i e s ? " 

. . . (While we ' r e on t h e sub jec t ) I th ink pa ren t s have been preyed 
upon for too long . . . b y having t o supply a l l t h e s e rv i ce s i f they 
want to keep t h e i r c h i l d r e n out of those h o r r i b l e i n s t i t u t i o n s . And 
I th ink at some p o i n t t h e p a r e n t s have to s tand up and say "I cannot 
do t h i s a lone . I am not w i l l i n g to do t h i s a l one . I t is not heal thy 
fo r me . . . or my c h i l d r e n for me to do t h i s a l o n e . " They need o ther 
peop le , people in t h e community . . . but I d o n ' t be l ieve t h e r e are 
any p a r e n t s t h a t d o n ' t c a r e , i t ' s j u s t t h a t they wear o u t . I t ' s a 
two-way s t r e e t - if t h e community - soc ie ty - wants t h e ch i ld ren to 
s tay in t h e home or come back to t h e home, then t h e community should 
buy t h e support s e r v i c e s to do t h a t . . • I t ' s a l o t e a s i e r to take 
an emotionally d i s tu rbed c h i l d or a c h i l d wi th developmental d i s a b i l i t i e s 
( t h a t lead to v i o l e n t behavior) and do i n t e rven t i ons on the spot in 
t h e home, a s those behaviors a r i s e , than to t r y to deal with those 
behaviors l a t e r a f t e r they become ingra ined . 

. . . I t does not make sense who money i s being spent these days when 
we know b e t t e r ways of doing th ings . . . After we stop t h e nonsense 
t hen we a r e ab le to do t h e t h ings t h a t work . . . Usually people with 
d i s a b i l i t i e s a r e not looked a t for what they can poss ib ly do for themselves 
— t h e y ' r e looked at in terms of what they cannot do . I 'm cons tan t ly 
bombarded by t h e feedback t h a t I 'm not looking at my two " r e a l i s t i c a l l y " 
— or "Have you considered t h e f ac t t h a t t h i s k id he re c a n ' t even 
crawl ac ross the f l o o r , and y o u ' r e wanting him to walk room to room — 
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d o n ' t you know t h a t i s n ' t developmentally proper?" . . . and here he 
is walking a l l over t h e house AND THEY DON'T EVEN N0TICE1 

. . . But I ' l l admit t h a t as a paren t I make some of those same 
developmental mis takes , t o o . I used to th ink t h a t Rachel had to 
brush her t e e t h , share he r cookies , and smile before she could have a 
r e l a t i o n s h i p wi th a young man . . . I have learned t h a t s h e ' s lonely , 
t h a t she has t h e s e fee l ings ins ide he r , t h a t she wants somebody 
bes ides h e r mother to share he r l i f e with — t h a t ' s r e a l i t y . And a t 
some p l ace I have to accept r e a l i t y or go with how o the r s see her in 
he r l i m i t a t i o n s — what would you c a l l i t — brainwashing? 

Task Force; You're t h e pa ren t so you t each . But we ' r e t e ache r s , 
t o o , in our way . . . This doctor t e l l s my mom — and t h a t ' s why I 
h a t e the t e s t s , because t h e doctor p u t s h i s f e e t up on t h e desk and 
he looks at me and I know I d o n ' t have a chance — and sure enough, 
he says to my mom "Your daughter w i l l never be able to take care of 
he r se l f in t h e home, you ' r e even gonna have to give her a bath" — 
and then my temper comes out of me and I say "You d o n ' t know what 
y o u ' r e t a l k i n g about . . • You're not God, you d i d n ' t c r e a t e me and 
something in my gut t e l l s me you d o n ' t know what y o u ' r e t a l k i n g about 
and . . . one day I prove you wrong." . . . And I say to t h a t doctor 
"How many people a r e under lock and key because you think y o u ' r e God 
wi th a l l t h a t power?" 

. . . But how many p a r e n t s go to doctors (or o the r people l ike t h a t ) 
and then they do th ings to t h e i r ch i ld ren because those people say "I 
know b e s t . " The t e s t they give of a human being does not show what 
t h e r e is i n s i d e and they d o n ' t give you a chance. I HATE THAT. They 
d o n ' t give you c r e d i t for any a b i l i t y you have i n s i d e . 
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CHAPTER 1 1 : 
INTRODUCTION AND BACKGROUND 

OF THE PLAN 

The Consumer Involvement Subcommittee of the S ta te Council on Develop­

mental D i s a b i l i t i e s defines self-advocacy a s : 

A process through which consumers influence the decisions affect ing 
t h e i r l i v e s and thus promote continuous development, se l f -determin­
a t i on and choice. 

I t defines a self-advocacy organizat ion a s : 

An organizat ion in which the majority of of f icers and members are 
consumers. A self-advocacy organizat ion a lso addresses the i ssues 
and needs confronting consumers as seen by consumers. 

People F i r s t of Ca l i fo rn ia , which c l ea r ly meets both def in i t ions in 

s t r u c t u r e and function, agreed, as p a r t of the contract under which t h i s 

repor t has been prepared, to develop a plan or "model" for helping more 

consumers to develop self-advocacy s k i l l s , and to help such consumers 

form self-advocacy organiza t ions . 

In looking back over the l i f e experiences of i t s own members and of the 

people who were interviewed in the course of preparing t h i s repor t , the 

t ask force concluded t h a t the most addressable need of people with mental 

retardation for gaining the s t r eng ths and s k i l l s needed to improve 
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t h e i r own circumstances l i e s in o rgan iza t ion . The most important r e ­

sponse to t h i s r e p o r t ' s f inding t h a t much of the developmental d i s a b i l i ­

t i e s s e rv i ce system is f a i l i n g to l i ve up to the requirements of the 

Lanterman Act and the re fo re is ac t ing as a " r e t a rd ing environment" is to 

generate e f f ec t i ve counterforces which w i l l move t h e system toward 

g r e a t e r c o m p l i a n c e w i t h t h e l a w . T h i s j o b r e q u i r e s h a r d a n d t h o u g h t f u l 

work in organiz ing and t r a i n i n g self-advocacy groups. 

The t a sk force is aware t h a t t h i s f inding touches on concerns expressed 

by members of t h e S t a t e Council on Developmental D i s a b i l i t i e s and some 

a rea boards t h a t t h e growth of t h e consumer advocacy movement in C a l i ­

forn ia has been r e l a t i v e l y slow. To those people , whose pos i t i ons put 

t h e r e s p o n s i b i l i t y on them for backing advocacy of a l l kinds for the 

developmentally d i sab led , t h e t ask force can only say: I t won' t happen 

u n t i l somebody goes out and does i t . 

Background of t h e Organizing and Tra in ing Plan 

In var ious p l a c e s in t h i s r e p o r t , we have noted how the experience of 

doing t h e work r equ i r ed by t h e con t r ac t with t h e S t a t e Council on Develop­

mental D i s a b i l i t i e s c rea ted a kind of t ransformat ion in t h e t a sk force . 

I t i s not going t o o f a r t o look a t t h a t t ransformat ion a s t h e emergence 

of a "new family" — a family which made it poss ib l e for some members of 

t h a t t a sk force to d iscover what they had never found in t h e i r b io log ica l 

f a m i l i e s , or in t h e p l a c e s they l i ved when they l e f t home. 
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As i n d i v i d u a l s , perhaps most of the t a sk force members look back on t h e i r 

pre- independent l i v e s with a sense of pa in and r e j e c t i o n and anger. Even 

in t h e i r independent l i v i n g arrangements, few a re f i nanc i a l l y independent 

because of a lack of se l f - suppor t ing jobs or the t r a i n i n g needed to take 

advantage of job o p p o r t u n i t i e s when they come a long. Some task force 

members a r e s t i l l being pressured by t h e i r regional cen te r counselors to 

r e t u r n to she l t e red workshops or to segregated adul t schools . 

Except for one member who d r i v e s , d isabled t ask force members a re l imi ted 

in mobi l i ty by an inadequate publ ic t r a n s p o r t a t i o n system and an even 

more inadequate spec ia l t r a n s i t system for t h e d i sab led . This i s not 

intended as an a t t ack on e i t h e r system, which c l e a r l y a r e t r y i n g to do 

t h e i r b e s t in a soc ie ty t h a t simply i s not o r ien ted to meeting the 

t r a n s p o r t a t i o n needs of people who d o n ' t have automobiles at t h e i r d i s ­

posa l . 

In s h o r t , independent l i v i n g i s d i s t i n c t l y not an end in i t s e l f where the 

q u a l i t y o f t h e l i f e l i ved i s a t i s s u e . This i s discussed i n Chapter 4 . 

What has made a very important d i f ference in t h e l i v e s of the task force 

i s t h e ex ten t t o which t h a t s o c i a l i s o l a t i o n in independence has been 

s i g n i f i c a n t l y overcome by membership in People F i r s t . For t h e task force 

members it has produced a sense of belonging and p a r t i c i p a t i n g in a group 

t h a t comes c lose to t h e i dea l i z ed family some never experienced. It has 

become an important way s t a t i o n on t h e road to fu r the r growth out of 
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r e t a r d a t i o n , perhaps an e s s e n t i a l one — j u s t as some phys io log i s t s and 

neu ro log i s t s argue t h a t u n t i l a person has learned to crawl r i g h t h e ' l l 

never l ea rn to walk r i g h t . 

One of t h e t h i n g s t h e task fo rce learned in i t s t r a v e l s i s t h a t t h i s 

f ee l ing does ge t ac ross to o the r d isabled people — the more so the 

c lo se r they a r e to independent l i v i n g themselves. One of t h e f r u s t r a ­

t i o n s of the da ta -ga the r ing f i e l d t r i p s was t h a t t h e t a sk force began to 

recognize t h e r ead iness — even, one might observe, t h e hunger — of so 

many of the people v i s i t e d for being guided to next s t eps of organiza t ion , 

where they could explore new ways of working on improving t h e i r own l i v e s 

and helping each o t h e r . The f r u s t r a t i o n of t h e t a sk force came from not 

being able to follow up on t h a t r ead iness , knowing t h a t i t s own symbolic 

message of hope to those people would not be enough. The t a sk force knew 

t h a t follow-through with consumers helping o ther consumers to organize is 

t h e only answer. 

At one p l ace v i s i t e d , t h e s t a f f had been through an unfor tunate bad 

exper ience wi th some o t h e r People F i r s t members, and was openly h o s t i l e 

to t h e t a sk force and to t h e idea of t h e v i s i t . The task fo rce , to i t s 

own s u r p r i s e and p l e a s u r e , was ab le to leave t h a t p lace not only having 

healed t h e o l d angers and having made f r iends wi th t h e r e s i d e n t s and at 

least . some of t h e s t a f f , bu t a c tua l l y having go t ten t h e impetus going for 

a new People F i r s t c h a p t e r . 

Al l of these exper iences were t h e subjec t of many hours of review, con­

v e r s a t i o n and debate by t h e t a sk force as i t decided what should be 



sa id in t h i s r e p o r t . The conclusion was unanimous - consumers can and 

should organize consumers. If done r i g h t , t he new organiza t ions can do 

two c r i t i c a l t h i n g s : (1) they can become a "new family" for members who 

can b e n e f i t from t h a t experience in growing out of r e t a r d a t i o n , and (2) 

through t h a t i n t e r n a l s t r eng th , exe r t a r e a l ex te rna l impact on the 

developmental d i s a b i l i t i e s system and the community. 

Those conclusions and i n s i g h t s , and ideas about how they can be turned 

i n t o a c t i o n , a r e t h e b a s i s for the proposed mode l for organizing and 

t r a i n i n g self-advocacy groups. 

EDITOR'S NOTE: The reader may no t i ce a change in tone and complexity of 

t h e balance of Pa r t 2. Although the consumer members of t h e t ask force 

played important r o l e s in d iscuss ing and c r i t i q u i n g the self-advocacy 

t r a i n i n g model, i t i s proper to say t h a t t he advisors to the group were 

t h e b a s i c ac t i ve force in v i sua l i z ing and a r t i c u l a t i n g t h e model. This 

i s r e f l e c t e d in the s t y l e o f t h e p r e s e n t a t i o n . 
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CHAPTER 12: 
SELF-ADVOCACY ORGANIZATION 

AND TRAINING MODEL 

This e n t i r e very long chapter may be viewed as a s ing le , complex recom­

mendation which can be worked on j o in t l y by the S ta t e Council on Develop­

mental D i s a b i l i t i e s , t he Organization of Area Boards, and any or a l l 

individual a rea boards . 

The model described would probably come under the category of experimental 

or p i l o t p r o j e c t . I t envisions t h a t an area board in t e r e s t ed in the 

concept would s e l e c t a community where t h e r e is no consumer advocacy 

group to be t h e loca le of an organizing and t r a i n i n g e f fo r t to c rea te 

such a group. The organizing and t r a in ing would be done by a special 

t r a i n i n g u n i t of primary consumers with addi t iona l a s s i s t ance as required. 

One of the primary goals of the pro jec t would be to leave the new group 

with the s k i l l s and motivation to be able to go out and r e p l i c a t e the 

organizing and t r a i n i n g process i t s e l f , a kind of group vers ion of "each 

one teach one". 

A. THE TRAINING UNIT 

The organizing and t r a i n i n g u n i t would cons i s t of four to s ix primary 

consumers and two or t h ree non-disabled adv isors . This u n i t would be 

very consciously pat terned a f t e r the task force t h a t did t h i s r epor t . 

I t i s e s s e n t i a l t h a t t he t r a i n i n g u n i t be very experienced and t h a t 

i t have evolved a fee l ing and bonding wi th in i t s e l f t h a t is what has 

been described as "the new family". 
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It would be useful if the primary consumers in the training unit 

represented a range of developmental disabilities both as to kind and 

degree of severity. To the extent possible, they should be living 

examples of how it is possible to overcame or compensate for biological 

impairments, and of how people can free themselves from the artificial 

hindrances of the retarding environment. This will give the training 

unit the advantage of providing the trainees with models as well as 

with information. 

B. INITIAL AREA BOARD RESPONSIBILITIES 

I t i s assumed t h a t an individual area board w i l l be the sponsoring 

e n t i t y of the proposed pro jec t according to the provis ions of the 

Lanterman Act: 

Area boards s h a l l encourage and a s s i s t in the establishment of 
independent c i t i z e n advocacy o r g a n i z a t i o n s t h a t provide p r a c t i c a l 
personal se rv ices to individuals with developmental d i s a b i l i t i e s . 
Such c i t i z e n advocacy organizat ions s h a l l be es tabl i shed for the 
purpose of r e c r u i t i n g , t r a i n i n g , and assigning volunteers to 
work with individuals with developmental d i s a b i l i t i e s to a s s i s t 
them in using community se rv ices and p a r t i c i p a t i n g in community 
a c t i v i t i e s . (Welfare and I n s t i t u t i o n s Code Section 4592.) 

There a re some immediate requirements the area board would have to 

take care of to enable the establishment of an organizing and t ra in ing 

e f f o r t wi th in i t s boundaries: 

1. A community would have to be s e l ec t ed . 

2. Funding to cover the cos t s of the pro jec t would have to be 

arranged.. Area boards might this in their agreement 

with the S t a t e Council on Developmental D i s a b i l i t i e s . 
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3. The area board, working with a t r a i n i n g u n i t subcommittee, would 

have to l o c a t e and "empanel" a group of p o t e n t i a l advisors to a 

self-advocacy group, based on c r i t e r i a developed by t h e t r a i n i n g 

u n i t . This would be the p o t e n t i a l cadre of t h e volunteer group 

descr ibed by Sect ion 4592. Section G is devoted to t h i s extremely 

c r i t i c a l m a t t e r . 

4. The area board would have to iden t i fy t h e l i v i n g and working 

p l aces in the community where t h e p o t e n t i a l primary consumer 

members of t h e advocacy group could be r e c r u i t e d . In t h i s 

ma t t e r , p r o t e c t i o n of t h e c o n f i d e n t i a l i t y p r i n c i p l e i s of u t ­

most importance. P ro t ec t ion of c i v i l l i b e r t i e s is one of the 

ob jec t ives of t h e organizing e f f o r t , and c o n f i d e n t i a l i t y is one 

of t h e fundamental r i g h t s of r e c i p i e n t s of publ ic s e r v i c e s . I t 

w i l l t h e r e f o r e be t h e r e s p o n s i b i l i t y of t h e a rea board to obta in 

a l l necessary c l ea rances , waivers , o r whatever i s required to 

assure t h a t c l i e n t c o n f i d e n t i a l i t y r i g h t s a r e honored. Where 

t h i s cannot be accomplished, t h e t r a i n i n g u n i t w i l l simply have 

to be denied access to f a c i l i t i e s o r i n d i v i d u a l s . 

5 . The most important "environmental" requirement is for the area 

board to f ind a p lace to meet t h a t w i l l not remind people of a 

s t e r i l e classroom or a devalued " rec rea t ion" or "a l l -purpose" 

room t h a t can be found in most i n s t i t u t i o n s for the develop­

mental ly d i s a b l e d . Locating a comfortable, t a s t e f u l l y fur­

n i shed , commodious, acces s ib l e p lace in a bu i ld ing t h a t i s not 

a s soc i a t ed with t h e "system" w i l l be an important and perhaps 
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difficult — but absolutely essential — task for the area 

board. Consideration might be given to locating a permanent 

headquarters for the organization. On the other hand, getting 

such a place for the long run could be an important project for 

the group itself after it is established. The point is that 

whatever the long run brings, the initial training should be 

associated with a place that overturns the negative images and 

experiences of institutionalization. Without that, the goal of 

beginning to counter the retarding environment will be much 

harder to achieve. 

SELECTION OF THE TRAINEE GROUP 

Section G, which discusses the importance of the advisors to the new 

group, recommends that the advisors be selected provisionally by the 

training unit. These advisors will receive some preliminary training 

through working with the training unit to identify an initial working 

core of primary consumers from the people made accessible by the area 

board. Most of their training, however, will come from participating 

in the same curriculum that is designed for consumers after the core 

group has been formed. 

The process of enlisting primary consumers in the core group of 

trainees has a very high potential for becoming a matter of a little 

intuition and a lot of luck. Self-selection will be the first 

factor. Simple logistics will be critical — who can get to the 
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in tens ive s e t of meetings and commit not to miss any, how they can 

ge t t h e r e , and so f o r t h . 

It w i l l be important for t he core group of consumers to have f a i r l y 

we11-developed communications s k i l l s , s ince t h e t r a i n i n g w i l l be 

concentra ted and t ime- l imi t ed , and a l o t of e f f o r t forced i n to over­

coming communications b a r r i e r s w i l l be counterproduct ive . Working 

wi th people who have severe communication problems w i l l be one of t h e 

jobs the core group w i l l want t o undertake a s i t e s t a b l i s h e s i t s e l f 

as a helping force in t h e community. 

I f t h e r e i s a s ing le most important c r i t e r i o n or c h a r a c t e r i s t i c to 

take i n t o cons ide ra t ion in whatever screening may take p l ace , i t i s 

t r y i n g to sense whether an ind iv idua l i s i n t e r e s t e d in l ea rn ing about 

self-advocacy and l eade r sh ip in what usua l ly ends up as a s e l f l e s s 

and of ten thank less under taking , o r whether t h e person i s l a rge ly 

motivated by wanting to be a "big sho t " . On t h e whole, it is probably 

worth going for somebody who is a s s e r t i v e and s t rong , and hoping t h a t 

t h e group process w i l l c r e a t e a l e ade r . On t h e o the r hand, at any 

time t h a t somebody t u r n s out to be i n t o l e r a b l y d i s r u p t i v e , t h e group 

w i l l have to f igure out how to get t h a t person to delay fu r the r 

p a r t i c i p a t i o n u n t i l t h e group has learned how to work cons t ruc t ive ly 

wi th those kinds of r e l a t i o n s h i p problems. If such problems tu rn up 

while a group i s j u s t g e t t i n g i t s e l f t o g e t h e r , i t n eedn ' t be a 

d i s a s t e r — it can lead to a quicker development of a sense of co-
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hes iveness , and i t can teach people the d i s t i n c t i o n between narrow 

ego sat isfact ion demands and genuine l eadersh ip for s e r v i c e . 

D. TRAINING SCHEDULE 

It is assumed that the training unit will not originate from or 

necessarily near the community selected for the project. Therefore, 

the schedule needs to permit the training unit to return home after 

the first few days of training. Even if distance were not a factor, 

it is the experience of the contract task force that the type of 

curriculum proposed is of such an emotionally intense nature that 

avoiding "overload" must be a serious, conscious consideration. 

The initial training schedule is therefore recommended as blocks of* 

four full consecutive days per week for each of two consecutive 

weeks, with a four or five day interval between the blocks. 

The second phase of the training would occur in a three or four day 

block about five or six weeks after the initial phase. This will be 

devoted to review of what has happened in the intervening time, 

consolidating insights gained and relating experiences to abstract 

principles, and examining problems encountered. 

Finally, the task force believes that the training unit must be 

willing to accept responsibility for being "on call" to assist the 
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new group with serious problems that arise in the early months. This 

must have an emergency flavor to it — both groups must restrain 

themselves from fostering an inappropriate dependency — but the 

availability of problem-solving expertise in a crisis can be a 

legitimate service to a new group while it is struggling to establish 

its character and identity. 

E. CURRICULUM 

Although some r a t h e r spec i f i c items w i l l be discussed in t h i s sec t ion , 

i t must be understood t h a t t h i s is not a formal sy l labus of a course 

of i n s t r u c t i o n . I t is r a t h e r an at tempt to show how the stage should 

be s e t , to suggest ways of achieving a tone and a fee l ing t h a t w i l l 

begin changing a c o l l e c t i o n of ind iv idua ls with developmental d i s ­

a b i l i t i e s i n t o an e f fec t ive and independent advocacy organ iza t ion . 

The b a s i c ob jec t ives of t h e curriculum would be : 

1 . to r a i s e t h e consciousness of t h e t r a i n e e s about the c r i t i c a l 

i s s u e s ; 

2 . to impart information and s k i l l s t h a t can be b u i l t on in c r e ­

a t i n g an e f f ec t ive o rgan iza t ion ; and 

3 . to s t i r up t h e motivat ion to keep on l ea rn ing and growing t o r 

o n e ' s own sake and to be ab le to help o t h e r s . 

To accomplish these o b j e c t i v e s , t he way information is presented wi l l 

have to keep people i n t e r e s t e d and e n t h u s i a s t i c . Great care 
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needs to be taken not to call up memories of a demeaning or devaluing 

e x p e r i e n c e i n t h e t r a d i t i o n a l e d u c a t i o n s y s t e m . 

In prepar ing t h i s p roposa l , t h e t a sk force found some outs tanding 

examples of thought fu l , wel l put toge ther documents on self-advocacy 

for people with developmental d i s a b i l i t i e s . A l i s t of t he se i s 

included in t h e appendix. They cover t h e meaning of ideas l i ke 

normal iza t ion and o ther words which have become the spec ia l language 

of people who a r e involved in c i t i z e n advocacy for t h e developmentally 

d i s ab l ed . Some of these documents do a good job of expla in ing r i g h t s 

and r e s p o n s i b i l i t i e s . They h e l p p e o p l e u n d e r s t a n d how t o work a t 

g e t t i n g t h e se rv ice system to work for them. They o f fe r "how-to" 

guidance in being a s s e r t i v e , in t h e t echn ica l a spec t s of forming 

o rgan i za t i ons , in planning and conducting meetings, in t e s t i f y i n g 

before important groups, in fund- ra i s ing , in educating t h e community, 

in nego t i a t i ng with pub l i c and p r i v a t e agencies ou ts ide t h e develop­

mental d i s a b i l i t i e s system such as t r a n s p o r t a t i o n agencies , and many 

o the r useful t h i n g s . 

The t r a i n i n g u n i t would have to spend a g r e a t deal of t ime in ad­

vance p r epa ra t i on going over these ma te r i a l s — including t h e Lanter -

man Act and r e l a t e d laws — deciding what to use and how to use i t , 

what to make a v a i l a b l e to t h e new group as b a s i c source documents, 

what to t r y to b o i l down, a t what p o i n t in t h e t r a i n i n g to p resen t 

what m a t e r i a l , and so f o r t h . This is going to be a d i f f i c u l t t a s k , 
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because book-work r e a l l y has to be kept to a minimum - but it is 

e s s e n t i a l . 

One of t h e enormously important p a r t s of t h e t r a i n i n g program must be 

devoted to helping people with developmental d i s a b i l i t i e s get to know 

as much as p o s s i b l e , as c l e a r l y as p o s s i b l e , about what ' s going on 

i n s i d e them, and what is not working the way i t works in non-disabled 

p e o p l e . Perhaps a whole day, or some p a r t of every t r a i n i n g day, 

should be devoted to t h i s i s s u e . People who don ' t know about t h e i r 

d i s a b i l i t i e s , or a r e a f r a id of facing them, o f t en a r e unable to be 

success fu l in overcoming them or l ea rn ing how to compensate for them. 

Being ab le to "know thyse l f" is of ten very hard . Several members of 

t h e t a sk force s t i l l have a d i f f i c u l t time j u s t making themselves say 

t h e words "mental r e t a r d a t i o n " . But as they l e a r n to say the words 

wi thout g iving in to t h e memories of t h e h u r t f u l way t h e words might 

have been used by i n s e n s i t i v e people , they f ind they have achieved 

new s t r e n g t h and new progress in outgrowing and outmanoeuvring the 

r e t a r d i n g environment. 

As much as pos s ib l e of t h e t r a i n i n g should occur in a p r a c t i c a l , 

a c t i v e way. There is a book c a l l e d ANDI - which comes from the f i r s t 

l e t t e r s of "A Normalization and Development Instrument" — t h a t gives 

ideas about how to look at p laces where developmentally d isabled 

people l i v e and work in order to help people eva lua te whether ob jec t ives 

such as those found in t h e Lanterman Act a r e being paid a t t e n t i o n to 

in t h e s e p l a c e s . Spending a s u b s t a n t i a l amount of time on (a) working 
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on understanding the ANDI concepts, (b) going to one or two places 

where the ANDI system could be applied "hands on", and (c) going over 

t h e experience afterwards, would be an exce l l en t way of learning 

about many d i f f e r e n t t h ings . 

Likewise, spending a f a i r amount of time preparing for a day-long 

meeting with the a rea board in which the new group would play hos t , 

provide lunch, and d iscuss a var ie ty of i s sues of mutual i n t e r e s t , 

such as consumer represen ta t ion on committees, cooperative a c t i v i ­

t i e s in community education, and a host of o ther concerns, and then 

more time spent on reviewing the experience of t h a t meeting, could 

cram years of learn ing in to two days. 

P a r t of t h e i n i t i a l t r a i n i n g per iod would a lso be devoted to working 

out some spec i f i c goal -or ien ted t a sks t h a t could be undertaken by the 

new group in the i n t e r v a l between the f i r s t two weeks of t r a i n i n g and 

t h e follow-up week. Likelihood of success would be a strong con­

s i d e r a t i o n in t h i s planning process . For example, meeting with t h e 

l o c a l newspaper e d i t o r and t e l e v i s i o n news people to ask for coverage 

of t h e new group and poss ib ly a supportive e d i t o r i a l might be a 

rewarding e f f o r t . Meeting with the loca l P r iva t e Industry Council 

(PIC) to ask for assignment of a reasonable number of on- the- job 

t r a i n i n g s l o t s to people with developmental d i s a b i l i t i e s i s another 

p o s s i b i l i t y . Local condit ions offer o ther p o s s i b i l i t i e s . For 

example, one of t h e groups i n t e r v i e w e d by t h e t ask force had been 
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successful in negot ia t ing safer crosswalks in the v i c i n i t y of t h e i r 

res idence with the appropr ia te municipal agency. Se t t ing up some 

in tegra ted a t h l e t i c or soc i a l a c t i v i t i e s with the YMCA or s imi la r 

organizat ions might be f e a s i b l e . 

The key, as noted, would be the s trong prospect of success . "Rigging" 

for success would be inappropr ia te and would not bring r e a l s t rength 

to t h e group. But deciding to badger a f i nanc ia l ly pressed publ ic 

t r a n s i t agency to run buses in c e r t a i n a reas at off hours for the 

convenience of a very few consumers would probably lead to f a i l u re 

and even i l l - w i l l — not t he object ive of t he ear ly s tages of learning 

how to be a self-advocacy force . 

FACULTY 

The importance of primary consumers as teachers and ro le models to 

the t r a i n e e s is c r i t i c a l . Training u n i t consumer members w i l l need 

to accept r e s p o n s i b i l i t y not only for t he content of what they take 

p a r t in p resen t ing , but a l so for becoming conscious of the impression 

and impact they make as i nd iv idua l s . For example, as self-advocacy 

"how-to" manuals po in t ou t , if learning how to l i s t e n is an important 

self-advocacy s k i l l because i t enables you to understand where the 

o the r person i s , then helping people to l ea rn how to l i s t e n takes 

i n s t r u c t i o n from somebody who knows how to l i s t e n . 
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It is not realistic, however, to expect as ambitious a project as is 

outlined here to be successful without substantial involvement of 

people who are professional communicators. Over the years, People 

First members have encountered many individuals who, besides being 

truly dedicated to helping developmentally disabled people make a 

better life for themselves, are also extremely able and exciting 

teachers. People like this have a knack of bringing issues to life 

and making concrete reality out of abstractions. 

At a recent meeting of People First, a friend came to talk about 

understanding the law and legal rights. Rather than reciting a list 

of rights enumerated in the constitution, he asked: 

How many people here know they have a right to vote? 

(All hands were raised.) 

How many people here know t h a t t h e r e ' s an e l e c t i o n next month? 

(About hal f t h e hands went up. ) 

Well , t e l l me what good i t is to know you have t h e r i g h t to vote 
if you d o n ' t know when t h e r e ' s an e lec t ion? 

That p rovoca t ive kind of ques t ioning can lead to a very valuable 

r a i s i n g of consc iousness . When managed by people who understand the 

i s s u e s and know how to "go with t h e flow" and not l e t t h ings get 

bogged down in a r i g i d l e sson p l a n , remarkable t h ings can happen. In 

p a r t i c u l a r , t h a t kind of experience is what s t i m u l a t e s people to want 

t o l e a r n more. 
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Most s o - c a l l e d normal people w i l l remember one or two — if they were 

very lucky, maybe t h r e e or four —teachers who s t imula ted t h a t kind 

of excitement and enthusiasm for l ea rn ing , over a pe r iod of twelve, 

s i x t e e n or even twenty years of school ing . People with developmental 

d i s a b i l i t i e s have had f a r l e s s oppor tun i ty , i f any, for such growth 

provoking educat ional exper iences . Imagine, for example, t h e impact 

of a person with thorough e x p e r t i s e in t h e medical a spec t s of mental 

r e t a r d a t i o n and t h e s k i l l s of an e n t e r t a i n e r . Imagine what might 

happen if two, t h r e e or four such people dropped i n t o the l i v e s of a 

group of people with developmental d i s a b i l i t i e s wi th in a two-week 

p e r i o d . J u s t g e t t i n g an answer migh t be wor th the 

e n t i r e experiment:. 

G. IMPORTANCE OF THE ADVISOR 

The advisor or advisor team is c r u c i a l to the success of the e f f o r t . 

Advisors w i l l provide the primary source of d i r e c t i o n in the p r e ­

l iminary s t ages of e s t a b l i s h i n g a self-advocacy group. Advisors w i l l 

be t h e c r i t i c a l non-disabled f r i ends , mentors and r o l e models, an 

ea r ly source of moral and emotional support and assurance to members 

of t h e new group. They must have t h e s e n s i t i v i t y not to overwhelm 

consumers or f o s t e r dependency. Their t a sk is to promote growth 

toward independence, and to funct ion, if necessary and app rop r i a t e , 

as a kind of cement in the bonding process t h a t c r e a t e s the "new 

family" . 
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Advisors w i l l have to expect and accep t s u b s t a n t i a l demands on t h e i r 

t ime and e n e r g i e s . An adv isor should be an unpaid v o l u n t e e r to avoid 

t h e " s o c i a l d i s t a n c e " t h a t so o f t en i n t e r v e n e s between consumers and 

people who a r e pa id to do t h i n g s for them. (The t a s k fo rce saw t h e 

" s t a f f d in ing roan" and t h e " k i d s ' d in ing room" everywhere.) On t h e 

o the r hand, i f a t a l l p o s s i b l e , an a d v i s o r ' s expenses should be 

defrayed so t h a t no f i n a n c i a l ha rdsh ip i s in t ruded i n t o a r e l a t i o n s h i p 

t h a t i s bound t o have a l l t h e t e n s i o n s i t can handle wi thout t h a t . 

The e x p e c t a t i o n is t h a t adv i so r s w i l l be making long-term commit­

ments . No one who is l i k e l y to be leav ing t h e community in t h e 

fo re seeab le fu tu r e should be considered except in very s p e c i a l c i r ­

cumstances. Likewise, a l though s t u d e n t s may of ten be very he lpfu l 

a s s i s t a n t s to a d v i s o r s , t h e idea of t r e a t i n g an adv i so r sh ip as a 

pract icuum f o r purposes of s tudying t h e developmental ly d i sab led i s 

i n a p p r o p r i a t e t o t h e p o i n t o f t h e r e l a t i o n s h i p . 

The exper i ence of t h e C a p i t o l Chapter of People F i r s t in working wi th 

an adv i so r "team" of two, who happen to be long-term persona l f r i e n d s , 

and one of whom is a secondary consumer, has been excep t i ona l l y sound 

and s u c c e s s f u l . The sha r ing of a d v i s o r i a l r e s p o n s i b i l i t i e s among 

compat ible people seems to reduce s t r e s s , provide a d d i t i o n a l depth to 

judgement and i n s i g h t , and enhance c o n t i n u i t y and informed back-up in 

emergencies . 
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The danger inherent in trying to establish such criteria for what 

makes a good advisor is that pretty soon it begins to sound like "old 

saints need apply". In fact, the last thing the project needs is 

somebody who wants to play God. 

There are a few specific qualifications, however, which are of such 

extreme importance that an advisor who can't meet them would probably 

be bad for the job. 

1. A Sound Value System 

An Advisor d o e s n ' t have to have a g r e a t dea l of s p e c i f i c know­

ledge about developmental d i s a b i l i t i e s or about t h e develop­

mental d i s a b i l i t i e s system. But he or she must abso lu t e ly have 

a gut b e l i e f t h a t "where t h e r e i s consc iousness i t can be 

r a i s e d " - t h a t everybody has t h e p o t e n t i a l fo r f u r t h e r growth 

and development. There must be an unders tanding and be l i e f in 

t h e primary t a sk of p r o t e c t i n g and n u r t u r i n g t h e exe rc i se of t h e 

c i v i l r i g h t s and c i v i l l i b e r t i e s o f people wi th developmental 

d i s a b i l i t i e s as t h e ind i spensab le i n g r e d i e n t of freedom and 

independence. There must be a r e s i s t a n c e to t h e idea tha t any 

human being has t h e a b i l i t y o r t h e r i g h t t o p r e d i c t t he l imi t s 

to growth and development in ano ther human being. In sho r t , an 

adv i so r who w i l l make a p o s i t i v e d i f f e r ence is one whose value 

system - as opposed to r i g i d ideology — r e j e c t s t h e i m p l i c i t 

t e n e t s of t h e r e t a r d i n g environment, a value system which w i l l 

t ake t h e person t o g r e a t l eng ths i n f i g h t i n g for t h e objec t ives 

of s o c i a l and l e g a l s t a tements such as t h e Lanterman Act. 
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Procedural Flexibility 

It might be acceptable for some r ig id i ty in an advisor ' s values 

and be l i e f s , if there is fundamental support for good objec­

t i v e s . But there is very l i t t l e room for r i g i d i t i e s in helping 

methods. An advisory must be able to know the difference 

between providing di rec t ion to a group and being a d ic ta to r , and 

be able to provide legi t imate d i rec t ion without f re t t ing tha t 

t h i s in ter feres with growth through "doing it by yourself". It 

can be observed tha t some of the best service providers are 

"ec lec t ic p rac t i t ioners" - t h a t i s , they don ' t confuse a pu r i s t 

bel ief system with procedural r ig id i ty in pursu i t of those 

goals. Whatever works in prac t ice is acceptable as long as it 

i s n ' t i l l e g a l or unethical . You can ' t get to normalization by 

ins t i tu t iona l i zed r i g i d i t i e s . 

Avoiding Conflict of In t e re s t 

The essence of a self-advocacy organization is i t s independence 

from the developmental d i s a b i l i t i e s system. No advisor should 

be a service provider, or in any sense a par t of the develop­

mental d i s a b i l i t i e s system. This of course ra i ses a hard 

question about "secondary consumers". Since self-advocacy 

involves the l ikelihood - some would say the inev i t ab i l i t y - of 

confl ic t with the system - a secondary consumer might come under 

pressure from the system in such a confl ic t through the implied 

t h r e a t of r e t a l i a t i o n by withholding services or the l ike from 

the primary consumer. 
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Exactly the oppos i te has been t h e experience in t h e case of the 

Cap i to l Chapter of People F i r s t . The secondary consumer/advisor 

has not had to depend on t h e system for a s s i s t a n c e , t he re fo re 

has not been in need of the sys tem's good w i l l . But t h e issue 

s t i l l c a n ' t be ignored. The requirement, i f t h e r e i s one, might 

b e s t be s t a t e d as c a l l i n g for a r e a l i s t i c minimum of p o t e n t i a l 

c o n f l i c t of i n t e r e s t , recognizing t h a t some of the b e s t advisors 

p o s s i b l e a r e secondary consumers. 

H. ADDITIONAL ACTIVITIES FOR THE AREA BOARD 

While t h e new advocacy group is being formed and t r a i n e d , t he area 

board can involve i t s e l f in add i t i ona l t a s k s which can be c r i t i c a l to 

t h e eventual success of the organizing e f f o r t . 

1. Information about t h e p ro jec t should. "be provided to community 

agencies and. institutions such as schools - and e spec i a l l y 

community co l l eges - se rv ice c lubs , l oca l governments ( e spec i a l l y 

such programs as those under t h e f ede ra l Job Training and P a r t ­

ne r sh ip Act ) , spec i a l d i s a b i l i t y s e rv i ce programs (such as 

United Cerebral P a l s y ) . These o rgan iza t ions and groups should 

be invited to establish liaison with t h e new advocacy group when 

i t is func t iona l . The good o f f i ce s of the area board ought to 

speed and enhance t h i s l inkage p rocess . 

2 . I n f l u e n t i a l ind iv idua l c i t i z e n s should a l so be advised. Those 

express ing wi l l ingness to i n v e s t time or resources in the new 
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group should be e n l i s t e d as an informal "power s t r u c t u r e " 

suppor t group, which may or may not wish to assume a more formal 

i d e n t i t y as t h e p r o j e c t matures . Such a group, or even a s i ng l e 

i n d i v i d u a l , could a s s i s t t h e new consumer group to o b t a i n access 

to community r e sources not reachable through t h e developmental 

d i s a b i l i t i e s system - for example, a member of t h e t r a n s i t board 

could do more than t h e r eg iona l c e n t e r in g e t t i n g r e a l problems 

l i s t e n e d t o . Important t e c h n i c a l s e r v i c e s such a s account ing 

and non-advocacy l e g a l s e r v i c e s could be obta ined on a pro-bono 

b a s i s . Most important of a l l , such i n d i v i d u a l s or groups could 

be inva luab le in guiding and a s s i s t i n g t h e consumer group to 

develop a s t rong p r i v a t e fund - r a i s ing e f f o r t to keep i t independent 

and s e l f - s u s t a i n i n g . 

3 . A t h i r d s p e c i a l r esource might be i d e n t i f i e d for p o s s i b l e l i n k ­

up with t h e new consumer group. This is t h e well-known pool of 

energy, community s p i r i t and e x p e r t i s e to be found in t h e popu­

l a t i o n of s e n i o r c i t i z e n s . The p o s s i b i l i t i e s of a c o n s t r u c t i v e , 

mutual suppor t and r e s pec t r e l a t i o n s h i p a r e worth i n v e s t i g a t i n g . 

4 . F i n a l l y , t h e a r e a board might a s s i s t t h e new group to l o c a t e 

o t h e r advocacy groups of and for people wi th o t h e r kinds of 

d i s a b i l i t i e s . For example, t h e b l i n d have long been a powerful 

se l f -advocacy f o r c e . In r e c e n t y e a r s , people wi th o t h e r phys ica l 

handicaps have become i n c r e a s i n g l y e f f e c t i v e in se l f -advocacy . 

Some of t h e s e groups could be extremely he lp fu l to t h e new 

group, and perhaps j o i n fo rces at some p o i n t in a c o a l i t i o n . 
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Given t h e foregoing broad but reasonably wel l - focused model for 

a c t i o n , People F i r s t recommends t h a t t h e S t a t e Council on Develop­

mental D i s a b i l i t i e s and t h e Organiza t ion of Area Boards meet and work 

t o g e t h e r t o i n i t i a t e app rop r i a t e fol low-up a c t i v i t i e s , such a s 

determining where and to what e x t e n t funds might be found to e s t a b l i s h 

such a p r o j e c t , p repar ing a r eques t for p r o p o s a l , determining if 

t h e r e a r e any a r ea boards i n t e r e s t e d i n becoming t e s t a r e a s , e t c . 

People F i r s t w i l l b e p leased t o a s s i s t i n f u r t h e r developing t h i s 

model in any manner w i th in i t s means. 
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SUMMARY OF RECOMMENDATIONS 

RECOMMENDATIONS ABOUT THE STATE HOSPITAL SYSTEM 

• Future planning by the l e g i s l a t i v e and admin i s t r a t ive branches of 

C a l i f o r n i a s t a t e government in the f i e l d of developmental s e rv i ces 

should focus on the complete phasing out of the s t a t e h o s p i t a l sys ­

tem as r ap id ly as f e a s ib l e and simultaneous with t h e phasing in of a 

comprehensive community-based system of s e r v i c e s to meet the needs of 

every Ca l i fo rn i an e l i g i b l e under t h e Lanterman Developmental Dis­

a b i l i t i e s Services Act (Chapter 3 ) . 

• Funds to accomplish completion of t h e community-based s e r v i c e system 

as requ i red by t h e Lanterman Act should be derived to the ex t en t 

p o s s i b l e by d i v e r s i o n of funds from the s t a t e h o s p i t a l s to the 

r eg iona l cen te r s as rap id ly as the h o s p i t a l s a r e phased out , from 

s a l e s of s t a t e h o s p i t a l p r o p e r t i e s , and from savings r e a l i z e d in the 

t r a n s f e r of programs and se rv i ce s from s t a t e h o s p i t a l s to community-

based and home-care programs (Chapter 3 ) . 

• Spec ia l programs for t h e community H a b i l i t a t i o n of long-term s t a t e 

h o s p i t a l r e s i d e n t s should be given p r i o r i t y a t t e n t i o n as p a r t of the 

h o s p i t a l phase-out p lan (Chapter 4 ) . 

• The occas ional s t a t e hosp i t a l -based se rv ice which is of such a high 

q u a l i t y t h a t i t i s drawing a p p l i c a t i o n s for i napp rop r i a t e hosp i t a l 

admissions should be r e loca t ed outs ide t h e s t a t e h o s p i t a l system and 

expanded s ta tewide as rap id ly as p o s s i b l e . The s t a f f of such p r o ­

grams should be a s s i s t e d in every way to stay with t h e programs, 
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inc luding a id in becoming p r o p r i e t o r s of such programs in the com­

munity (Chapter 5 ) . 

RECOMMENDATIONS ABOUT COMMUNITY-BASED PROGRAMS 
AND SERVICES 

• L e g i s l a t i o n should be enacted to r e q u i r e every person engaged in the 

p rov i s ion of ca re and/or s e r v i c e s to persons with developmental 

d i s a b i l i t i e s ( inc luding s t a t e h o s p i t a l employees) 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 conten t and 

o b j e c t i v e s of t h e Lanterman Act and r e l a t e d laws, inc luding 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 . The course should 

be pu t t oge the r by w e l l - q u a l i f i e d educators with the advice and 

supervision of a panel of judges, members of the Legislature, and the 

S t a t e Council on Developmental D i s a b i l i t i e s . This course of t r a i n i n g 

should be made a v a i l a b l e to members of a rea boards and the S t a t e 

Counci l on Developmenta l D i s a b i l i t i e s (Chapter 2 ) . 

• Publ ic agencies respons ib le for s e rv i ce planning should j o i n with 

groups of concerned consumers in developing c r e a t i v e reimbursement 

success fu l ca re and t rea tment s e r v i c e s , and , as r e q u i r e d by law, 

develop c r i t e r i a which w i l l e l imina te c o n t r a c t s wi th s e r v i c e providers 

who c o n s i s t e n t l y f a i l t o a s s i s t t h e i r c l i e n t s to achieve progress 

toward h igher funct ioning (Chapter 5 ) . 
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• The changing needs of primary consumers who are moving in ever-

greater numbers from dependent to independent living arrangements 

should be fully and continuously reassessed by all parties, including 

the consumers themselves, who are involved in working toward successful 

social integration and economic independence (Chapter 4). 

RECOMMENDATIONS ABOUT SERVICES TO FAMILIES 
OF PERSONS WITH DEVELOPMENTAL DISABILITIES 

• The Lanterman Act priority for supportive services for developmentally 

disabled persons living at home (Section 4685 of the Welfare and 

Institutions Code) must be honored both in spirit and in letter by 

the regional centers. All forms of family assistance specified by 

that section of the law should be developed statewide and adequately 

financed. The Legislature should hold hearings on this matter at key 

locations statewide so that parents, care providers and other interested 

parties can make their views and needs known. The Legislature might 

also commission a study on this subject (Chapter 9). 

• Regional centers need to develop larger, more effective outreach 

services to be delivered as soon as possible to families when they 

discover that a child has a developmental disability. The aid of 

primary and secondary consumers should be enlisted in developing and 

providing such services (Chapter 9). 
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• Regional c e n t e r s should make ava i l ab l e s e r v i c e s to help primary 

consumers who have achieved independence r e - e s t a b l i s h support ive 

r e l a t i o n s h i p s with t h e i r b i o l o g i c a l f ami l i es where poss ib le and 

a p p r o p r i a t e (Chapter 4 ) . 

• Se rv ices to f ami l i e s should include g r e a t e r emphasis on independent 

l i v i n g s k i l l s even when adu l t d i sab led persons a r e cont inuing to l i ve 

in a family s e t t i n g . Such persons and t h e i r f ami l i es a l so need 

a s s i s t a n c e in planning for t h e most home-like l i v i n g arrangements for 

t h e d i s ab l ed member in t h e event of the death or o the r incapaci ty of 

t h e non-disabled family members (Chapter 9 ) . 

RECOMMENDATIONS ABOUT VOCATIONAL ASSESSMENT, 
JOBS AND TRAINING 

• Regional c e n t e r s should be encouraged, helped and adequately funded 

to move away from r e l i a n c e on the t r a d i t i o n a l system of she l t e red 

workshops and segregated adu l t schools and i n t o mainstream voca t iona l 

development through on- the - job t r a i n i n g and o the r more e f f ec t ive 

models of work t r a i n i n g and p r e p a r a t i o n . The J o i n t Resolut ion of 

November 3, 1983, of t h e S t a t e Council on Developmental D i s a b i l i t i e s 

and the Governor's Committee on Employment of the Handicapped to the 

S t a t e Job Tra in ing Coordinat ing Council provides a c l e a r o u t l i n e and 

p l an for l inkage with such mainstream s e r v i c e s (Chapter 6 and appendix). 

• The S t a t e Job Tra in ing Coordinating Counci l , in a d d i t i o n to imple­

menting t h e recommendations of t h e November, 1983 j o i n t r e s o l u t i o n , 

should adopt a po l icy of having t h e i n t e r e s t s of d i sab led people 
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be r ep resen ted by d i sab led people , and should encourage P r i v a t e 

Indus t ry Counci ls (PICs) to seek out d i sab led businesspeople to serve 

and provide inpu t (Chapter 6 ) . 

• Al l agencies involved in voca t iona l assessment and employment develop­

ment should coopera te to l o c a t e or develop t e s t s and o the r i n s t r u ­

ments or techniques t h a t w i l l more thoroughly and adequately uncover 

and a s s e s s p o t e n t i a l marketable t a l e n t s and s k i l l s of people with 

developmental d i s a b i l i t i e s . Such indepth assessment should be u t i ­

l i z e d by r e g i o n a l cen te r s to work with c l i e n t s in developing Indiv idua l 

Program Plans (IPP) t h a t proper ly meet t h e i n t e n t of t he Lanterman 

Act (Chapter 6 ) . 

RECOMMENDATIONS DEALING WITH SELF-INTERESTS OF CONSUMERS 

• The L e g i s l a t u r e should app rop r i a t e funds or r e q u i r e t h e S t a t e Council 

on Developmental D i s a b i l i t i e s to s e t as ide funds to develop a consumer-

usable ve r s ion of t h e Lanterman Act and r e l a t e d laws and c o n s t i t u ­

t i o n a l p r o v i s i o n s of importance to consumers so t h a t they can be 

fu l l y appr i sed of t h e i r r i g h t s and r e s p o n s i b i l i t i e s under the law. 

This m a t e r i a l should be produced in whatever forms and with whatever 

communications devices a r e necessary and app rop r i a t e for use by 

persons wi th developmental d i s a b i l i t i e s . Persons with such d i s ­

a b i l i t i e s should be involved to the f u l l e s t ex t en t pos s ib l e in the 

p rocess of p repar ing such m a t e r i a l s . Coverage should include high­

l i g h t i n g of t h e l e g a l r i g h t s and r e s p o n s i b i l i t i e s of consumers, 
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the legal responsibilities of service providers and advocacy panels 

established by law, outcome objectives of service programs, and 

information on how consumers can find help to resolve problems with 

the developmental disbilities system (Chapter 2). 

• The California State Council on Developmental Disabilities, if 

feasible in collaboration with such councils from other states, 

should compile an anthology of biographical success stories of 

persons with developmental disabilities. This biographical anthology 

should be prepared in whatever forms and with whatever communications 

devices are necessary and appropriate for use by persons with develop­

mental disabilities. The effort should be kept current, perhaps by 

means of a yearbook. Such material should be used as an important 

device in educating the general public to the realities and potentials 

of persons with developmental disabilities. Data collected for this 

undertaking should be used for analytic purposes to attempt to 

determine what factors contribute to successful outcomes, and what 

factors appear to be hindrances to success (Chapter 8). 

• The California State Council on Developmental Disabilities should 

initiate a nationwide collaboration with other state councils to 

develop an Individual Independence Account (IIA) plan modelled after 

the Individual Retirement Account (IRA) available to taxpayers. The 

IIA should be available to persons with developmental disabilities 

who have potential for independent living and/or substantial progress 

toward self-support, who are recipients of Supplemental Security 

Income (SSI). This program should be simple, flexible and 
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well-publicized, and should supercede e x i s t i n g complex, over controlled 

and unpubl ic ized income and resource s e t - a s i d e p lans (Chapter 7 ) . 

RECOMMENDATIONS ABOUT ORGANIZING AND 
TRAINING CONSUMERS FOR SELF-ADVOCACY 

• Chapter 12 is e s s e n t i a l l y a lengthy s e t of recommendations d i r ec ted 

at a rea boards working with the a s s i s t a n c e of t h e S t a t e Council on 

Developmental D i s a b i l i t i e s and the Organizat ion of Area Boards. I t 

s e t s f o r t h an a c t i o n plan pursuant to which a spec i a l t r a i n i n g u n i t 

of primary consumers, a s s i s t e d by advisors and educat ion or communications 

s p e c i a l i s t s , would organize and t r a i n groups of consumers to became 

self-advocacy o rgan iza t i ons . One of t h e spec i a l ob j ec t ives of such a 

p ro j ec t would be to enable t h e new group i t s e l f to r e p l i c a t e t h e 

p rocess , l ead ing to a more rapid expansion of self-advocacy a c t i v i t y 

than has been experienced in the p a s t . 
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APPENDIX ONE 

STATE PLAN SUMMARY 
PREPARED FOR THE STATE CONFERENCE OF PEOPLE FIRST, INC. 

WHO ARE PEOPLE WITH DEVELOPMENTAL DISABILITIES? (Sta te P lan - P a r t I) 

Federa l law says t h a t people with developmental d i s a b i l i t i e s a r e pe r sons wi th 

a severe and permanent d i s a b i l i t y t h a t began before t h e age of 22 . The f e d e r a l 

law says t h a t a developmental d i s a b i l i t y s e r ious ly l i m i t s t h e person from 

doing th ings in t h r e e or more of t h e following everyday a c t i v i t i e s : 

1 . Being ab le to take ca re of yourse l f . 

2 . Being able to understand what is s a id to you, and to make people unders tand 

when you speak to them. 

3 . Being ab le to l e a r n . 

4. Being ab le to walk or move around by yourse l f . 

5. Being ab le to decide for yourse l f what you want and d o n ' t want . 

6 . Being able to l i v e by you r se l f . 

7. Being ab le to earn money so t h a t you can support y o u r s e l f . 

WHAT IS THE STATE COUNCIL? (S ta te Plan - P a r t I) 

The job of t h e S t a t e Council on Developmental D i s a b i l i t i e s i s to advocate for 

t he b a s i c r i g h t s of people with developmental d i s a b i l i t i e s , to dec ide how 

s e r v i c e s to persons with developmental d i s a b i l i t i e s should change and develop in 

C a l i f o r n i a , and to make sure t h a t s e r v i c e s change and develop in the way t h a t 

t h e Council dec ides . To do t h i s j o b , t h e Council dec ides on p o l i c i e s ( d i r e c t i o n s ) , 

p l a n s for changes, advocates for those changes, and t e l l s t h e S t a t e when i t i s 

doing t h i n g s which d o n ' t he lp those p o l i c i e s . 

Council members r e p r e s e n t many groups of people i n t e r e s t e d in s e r v i c e s to people 

with developmental d i s a b i l i t i e s . Council members i nc lude consumers, p a r e n t s , 

and o f f i c i a l s who make dec i s ions about s e r v i c e s . The Counci l makes i t s 

d e c i s i o n s by g e t t i n g advice from committees, hold ing mee t ings , and c o l l e c t i n g 

informat ion from a rea boards , r e g i o n a l c e n t e r s , and o t h e r groups ( l i k e People 

F i r s t ) . The Council a l so sometimes has c o n t r a c t s to h e l p them f i g u r e o u t 

very d i f f i c u l t problems ( l i k e t h e People F i r s t c o n t r a c t ) . 



WHAT ARE THE COUNCIL'S BELIEFS? (State Plan - Part I) 

Basic Beliefs 

1. INDIVIDUAL DEVELOPMENT 

All people, including those with the most severe disabilities, can 

develop new skills and abilities, no matter how small that development 

may be. 

2. INDIVIDUAL RIGHTS AND PROTECTIONS 

Service Rights - State and federal law says that people with disabilities 

have the right to get services that will keep them healthy, help them to 

develop as much as they can, and meet their housing needs. 

Protections - People with developmental disabilities have the right to be 

protected against laws, policies, or practices that discriminate against 

them and none of their rights can be taken from them without first going 

through a legal process. 

Service System Goals 

1. PREVENTION 

Local, s t a t e and federal agencies must do whatever they can to reduce and/or 
e l iminate those things tha t axe suspected or known to cause developmental 

d i s a b i l i t i e s . 

2. INTEGRATION AND INDEPENDENCE 

People with disabilities must be given the opportunity to be a part of the 

community and to live as normal a life as they possibly can. 

The State of California must make sure that programs are t h e r e to meet the 

needs of persons with developmental disabilities, no matter how severe their 

disability is or how old the person happens to be. 

4. SERVICE QUALITY 

In providing services, the easiest and cheapest way of p r o v i d i n g that service 

should not be considered more important than providing a service that 

upholds standards of decency, respect, safety, health and pleasant surroundings. 
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HOW WILL THE COUNCIL PROTECT AND ADVOCATE THE RIGHTS OF PEOPLE WITH DEVELOPMENTAL 
DISABILITIES? (State Plan - Part II) 

The Council will spend most of its job to protect and advocate rights on the 

following problems: 

RIGHTS 

1. To what services are people with developmental disabilities entitled? 

The Council wants to make sure that people with developmental disabilities 

have a legal right to needed services. 

2. Wages paid to clients in sheltered workshops and work activity centers. 

The Council will do a study on the wages paid to persons with developmental 

disabilities who are in sheltered workshops and work activity centers in 

California. Also, the Council will study the recommendations made by the 

U.S. General Accounting Office for changes in the laws that says how much 

these persons can be paid. Once all this information has been gathered 

and studies, the Council will then make its own reccommendations about 

workshop and work activity pay. 

3. Basic protection against discrimination. 

The Council will review any suggested changes to federal law which protect 

the rights of persons with disabilities. Also, the Council will make sure 

that the state law that protects the rights of persons with disabilities 

is enforced. The Council will also support the activities of groups (like People 

First) who are working to protect these rights. 

4. Protection against discriminatory care for infants with disabilities. 

The Council will review and speak against proposed laws that would discriminate 

against or hurt babies with developmental disabilities. 

5. Physical access to buildings. 

To protect the rights of persons with disabilities to be able to move about 

in the community, the Council will work for more accessible buildings. 

6. Access to generic services. 

The Council believes that those state agencies that have the responsibility 

to serve the general public also have the responsibility to serve persons 

with developmental disabilities. The Council will do whatever it can to be 

sure that those agencies meet their responsibilities. 

7. Access to public transportation. 

Persons with developmental disabilities should be able to use public 

transportation. The Council will support laws which make sure that buses 

have wheelchair lifts. 
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8. Right to a free and appropriate public education. 

The Council will review state and federal laws to make sure that children 

with disabilities do not have their right to special education taken away. 

9. Access to employment training and placement services for adults. 

The Council will work to make sure that some agency is responsible for job 

training and placement of adults with developmental disabilities in regular jobs. 

10. Access to non-vocational education/developmental training for adults. 

The Council will work to make sure that some agency is responsible for 

education and living skills training for adults with developmental disabilities. 

11. Access to essential medical care. 

The Council will collect and give information to the Legislature and the 

Department of Health Services about any changes to the Medi-Cal law that 

would hurt persons with developmental disabilities. 

12. Access to community residential neighborhoods. 

The Council will work against any legislation or local community actions 

which may stop people with developmental disabilities from living in those 

parts of the community that most people live in. 

13. Equal employment opportunity. 

The Council will review suggested changes to the federal laws that protect 

the rights of persons with disabilities to work. 

DUE PROCESS PROTECTIONS 

1. Use of human subjects in research. 

The Council will work with the Department of Developmental Services in 
w r i t i n g these regulations to protect people with developmental disabilities 

from being treated badly in research projects. 

2. State hospital admissions. 

The Council wants to make sure that people with developmental disabilities are 

not placed in state hospitals when they do not really need or want to be 

there. The State Council will support laws that say how, why, and when 

a person can be placed there. 

3. Individual program planning. 

An Individual Program Plan (IPP) is written for every person with a develop­

mental disability who is a client of a regional center. In this IPP is 

listed all the services that the person needs to develop and live as normal 

a life as possible. The Council will do all it can to make sure that 

services are based on the needs of persons with developmental disabilities. 
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Fair Hearing and Aid-Paid-Pending Appeal. 

When a person with a developmental disability is told that they will no 

longer receive a particular service, they have the right to ask for a 

"fair hearing". They also have the right to continue receiving the 

service until a final decision comes out of the fair hearing. To protect 

the fair hearing rights of persons with developmental disabilities, the 

Council will help in developing training materials and interim guidelines 

on how to use the current fair hearing process. Also, the Council will 

watch the development of regulations for regional centers and state hospital 

fair hearing processes. 

Substitute consent for sterilization. 

The Council believes that government should not be able to stop a person. 

with a developmental disability from having children, without first going 

through a very thorough legal process. This process should include finding 

out whether or not the person knows if they want to have children or not. 

The Council has developed a very detailed process that will make sure that 

the person's rights are protected and will try to get support for this 

process from people with developmental disabilities and advocacy groups. 

Diversion from the criminal justice system. 

The Council believes that any person with developmental disabilities who 

commits criminal acts should receive treatment and rehabilitation rather 

than going through the criminal justice system. State law already allows 

this to be done. The Council will support laws that continue these programs 

and will educate policemen about the special needs of people with developmental 

disabilities. 

Protection against inappropriate or unauthorized application of physically 
restrictive procedures. 

The Council realizes that under certain circumstances it may be necessary to 

physically stop a person with a developmental disability from hurting them 

self or someone else. The Council also realizes that the person being 

stopped could also be hurt by the people that are stopping him or her. Because 

of this, the Council has developed a policy on stopping a person from hurting 

themself or someone else. The Council will try to make sure that the other 

agencies develop the same types of policies. 



8. Access to culturally appropriate services by ethnic/cultural minorities. 

The Council believes that there are people with developmental disabilities 

who are also members of minority groups (Black, Asian, Hispanic, etc.), 

who are not getting services or are not getting the right kinds of services. 

To help them, the Council has contracted with the State Hispanic Council to 

find out about the service needs of persons with developmental disabilities 

in the Hispanic community. Also, the Hispanic Council will develop a needs 

process and a book to help other groups. 

HOW DOES THE COUNCIL WANT TO MEET ITS GOALS FOR THE SYSTEM? 
PREVENTION (State Plan - Book III) 

The Council doesn't want people to have a disability if there is a way to 

"prevent" the disability. Parents and new-born babies should be helped so that 

the babies can be born and grow up without special needs. The State Council 

will help by working with others on the following jobs: 

1. Training professionals to know more about disabilities and their causes. 

2. Training parents to know more about disabilities and their causes. 

3. Collecting information. 

4. Making sure that parents and children have the best information and services. 

5. Getting rid of those things in the air and water that cause disabilities. 

6. Putting someone in charge of prevention in California. 

INTEGRATION AND INDEPENDENCE (State Plan - Book II) 

Since so many things need to be done to improve the lives of persons with develop­

mental disabilities, and since there is a limited amount of money to do those 

things, the Council has had to decide which is more important. So, for the next 

three years, the Council has decided that Integration and Independence will be 

the main goal, especially to make sure that people with developmental disabilities 

live in the most integrated and independent situation. 

The Council wants people with developmental disabilities to move from big 

isolated places, like state hosptials, to smaller, more home-like places in the 

community - if that is best for them. The problem is that there are not enough 

of the right kinds of places to live for all the people who do not really need to 

be in the state hospitals to move. To change this, the Council will first 

identify those people who are now living in state hospitals, who do not really 

need to be there. They will then find out why these people have not been able 

to move. When all this has been done, the Council will work with other agencies 
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to make sure that every person with a developmental disability has the 

chance to live in the type of place that best meets their needs. 

Specific issues to be worked on for reducing usage of the most restrictive 

alternatives include: 

1. Service needs assessment of individuals currently inappropriately placed 

in large skilled nursing and intermediate care facilities. 

2. Elimination or mitigation of disincentives to movement from large facilities 

and c r e a t i o n of incentives lor community placements. 

3. Development of areawide plans for alternative community living arrangements 

as required to move persons identified as inappropriately placed in large 

congregate residential facilities. 

4. Identification of resources necessary for service development to reduce 

inappropriate placements in large congregate residential settings. 

5. Implementation of plans for development of alternative community living 

arrangements for persons identified as inappropriately placed in state 

institutions. 

6. Piloting of innovative community residential alternatives which target 

the needs of individuals on referral from large congregate facilities. 
7. Transition of training personnel from institutional to community settings. 

Specific issues to be worked on for expanding usage of the least restrictive 

alternatives include: 

1. Conducting of research to determine those factors (including service 

and amounts) which are critical to successful residence in normal or near 

normal settings. 

2. Elimination of fiscal disincentives and creation of fiscal incentives for 

maintaining children at home. 

3. Enhancement and development of support services for families with minor 

children and in-home support services for adults. 

4. Enhancement and creation of home-like alternatives to the natural home for 

children. 

5. Development of skills and provision of incentives to promote more 

independent and normal lives. 
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SERVICE QUALITY (State Plan - Part IV) 

The Council will be working on the following issues for service quality: 

1. Regional center management information system. 

2. Community residential care standards and rates. 

3. Training of level of care staff in state hospitals and community residential 

facilities. 

4. Day training activity center standards and rates. 

5. Standards for state hospitals. 

AVAILABILITY OF SERVICES (State Plan - Part IV) 

The Council will be working on the following issues that are important for 

availability of services: 

1. Defining eligibility for services. 
2. Assessment of unmet service needs. 

3. Service development. 

Writing a summary of the state plan is hard, but the Council hopes that this 

summary will help People First to understand that the Council wants to help 

consumers live a better life. The Council feels that people with developmental 

disabilities are as important as anybody else. They have the same rights as 

people who do not have disabilities. They are important members of the 

community. By putting all its beliefs, plans, and goals in the State Plan, 

the Council hopes that all people will understand more about what the Council 

thinks is important. 

JLS:vr 
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APPENDIX TWO 

List of comments on unmet needs 

Living places: 

They treat us like kids 
They scold you and make you stay in your room 
Not enough chance to be alone 
Afraid of staff 
Afraid of other residents 
Afraid to go outside 
Want my own place 
Why are the neighbors afraid of us? 
They treat us like we're all the same, but we re not 
Not enough staff 
Staff not trained good enough 
Consumers should run places to live for other consumers 

Work: 

More c h o i c e s of jobs to l e a r n 
More c h o i c e s of jobs to do 
More jobs 
B e t t e r pay 

We need to be out of s e g r e g a t e s training programs 
Why c a n ' t we do peer counseling? 

O n - t h e - j o b - t r a i n i n g 
Why c a n ' t they teach us to run a b u s i n e s s ? 
They have such low e x p e c t a t i o n s of us 
They make us a f r a i d to l e ave the workshops 

Educa t i on : 

You can't win — if they put you in special classes, the rest of 
the kids treat you like you're different and dumb; if they put 
you in regular classes with those kids, it's hard to keep up, 
so how do they treat you? 

One good teacher can save your life 
People were surprised when I was good at something 
The regular kids didn't like school either 
I wish I could go to classes with nondisabled people now that 
I'm not embarrassed any more 

The books with the LARGE PRINT are best 
They need to help people who can't read learn anyway 
People who don't have speech or don't speak good need more help 
They worked with us individually - that was good 
My main problem was they didn't help me when I was young 



Appendix Two - 2 

Health and Medical Care: 

If I don't get so mad I don't get as many seizures. This place 
helps me learn how to control my temper 

I wish I knew more about what's the matter with me 
Trying to help me not to lose Medi-Cal all the time makes my 
social worker cry, and me too 

Some of them treat you like you're just a thing 
It's good the way they teach you how to take your pills by 
yourself, but some of the medicine makes me feel bad 

My doctor is so nice I wish I could get a job working there 
They won't give you counseling for emotional problems 
They don't think we have feelings 

Access to the Community: 

Better public transportation 
More buses at night 
They should teach us to drive 
We feel safer if we go in groups 
Seems like whenever there's trouble the police come here, and 
when there isn't trouble they really keep an eye on you 

There's certain places I like to go downtown, because they don't 
treat you different or special 

We have to join a club of people who aren't disabled, and it's 
neat 

Four of us are going to get a regular house by ourselves and 
be able to do everything 

Relationships: 

We want the same things as normal people, marriage, home, family 
of our own 

I'm glad they're finally helping us understand about sex and 
sexual feelings — it isn't scary anymore 

Ever notice how many retarded people are really good at working 
with little children? 

I wish I could get to be friends with my mom and dad 
We get along OK with each other, but we re not the best role 
models for each other 

Personal Power: 

You've got to be on your own and responsible 
I wish I were free from my mother 
I cash my own checks 
Making your own decisions 
Control your own time 
You can go to the store when you want 
I like human-sized groups 



APPENDIX THREE 

KEEPING THE PROMISE OF THE LANTERMAN ACT; 

Report of t h e C a l i f o r n i a Assembly Off ice of Research 

J u s t a s People F i r s t was g e t t i n g ready to pu t t h i s r e p o r t on paper , t h e 

C a l i f o r n i a Assembly Off ice of Research r e l e a s e d t h e f i r s t volume of a 

s tudy e n t i t l e d "Keeping t h e Promise of t h e Lanterman Act" , in response to 

b i - p a r t i s a n l e g i s l a t i o n sponsored by t h e S t a t e Council on Developmental 

D i s a b i l i t i e s . T h e L a n t e r m a n Development D i s a b i l i t i e s S e r v i c e s A c t , 

which i s D i v i s i o n 4 . 5 o f t h e C a l i f o r n i a W e l f a r e and I n s t i t u t i o n s Code, i s 

t h e l e g a l b a s i s fo r t h e system o f s e r v i c e s t h a t i s t h e sub jec t o f t h i s 

r e p o r t . 

The Assembly Off ice of Research r e p o r t has been reviewed wholly or in 

l a r g e p a r t by every member of t h e t a s k f o r c e . The review was an ex­

c i t i n g expe r i ence , because so many of t h e t h i n g s t h e t a s k fo rce saw and 

f e l t and t r i e d to analyze a r e s t a t e d in ways in t h e Assembly Off ice o f 

Research r e p o r t t h a t simply c o u l d n ' t be sa id a s c l e a r l y o r fo rce fu l ly i n 

a l e s s p r o f e s s i o n a l r e p o r t , such as t h i s one . 

The Assembly Off ice of Research r e p o r t helped t h e t a s k fo rce r e a l i z e t h a t 

t h e most complete s t a t ement of t h e value system which holds groups l i k e 

People F i r s t t o g e t h e r i s t h e Lanterman Act i t s e l f . I t seems t h a t almost 

everybody who dea l s wi th developmental d i s a b i l i t i e s a rgues about what the 

word "normal iza t ion" means and whether or not to use it - bu t anyone who 

has been sub jec t ed to " i n s t i t u t i o n a l i z a t i o n " knows t h a t i f normal iza t ion 

i s t h e o p p o s i t e o f t h a t i t ' s a goal worth f i g h t i n g fo r wi th a l l your 



might . And t h e Lanterman Act is a law w r i t t e n by t h e L e g i s l a t u r e of 

C a l i f o r n i a t h a t i s based e n t i r e l y on t h e p r i n c i p l e s of normal iza t ion and 

d e i n s t i t u t i o n a l i z a t i o n . 

The People F i r s t t a sk fo rce was very conscious of t hose p r i n c i p l e s as i t 

went around t h e s t a t e t a l k i n g t o c l i e n t s o f t h e developmental d i s a b i l i t i e s 

s e r v i c e system, as i t observed where and how d i s a b l e d people l i v e when 

they a r e being d e a l t w i th in something o t h e r than a home-like s e t t i n g , as 

i t v i s i t e d t h e sys t em ' s v o c a t i o n a l and educa t iona l s e r v i c e s and t a l k e d t o 

consumers r e c e i v i n g t hose s e r v i c e s , and as i t l i s t e n e d to people who were 

t r y i n g to make i t on t h e i r own and avoiding t h e system as much as p o s s i b l e . 

The n e t e f f e c t of t h e t a s k f o r c e ' s work was depress ing and alarming - and 

i t i s c o n s i s t e n t wi th our read ing of t h e Assembly Off ice of Resea rch ' s 

r e p o r t f i n d i n g s . Desp i t e some very good th ings t h a t a r e happening, and 

d e s p i t e t h e hard and s e l f l e s s work of some t r u l y wonderful and ca r ing 

people i n t h e system, t h e r e a l i t y i s t h a t t h e r e i s f a r more evidence than 

no t t h a t throughout C a l i f o r n i a ' s developmental d i s a b i l i t i e s s e r v i c e 

s y s t e m , THE LAW IS BEING PERSISTENTLY IGNORED AND/OR BROKEN. 

Much of t h i s r e p o r t has expressed - from t h e viewpoint of t h e people who 

a r e at t h e bottom of t h e heap, t h e consumers - what t h e Assembly Off ice 

o f Research r e p o r t i s t e l l i n g t h e people a t t h e very top , t h e people who 

make t h e laws and t h e people who a r e supposed to implement and enforce 

t h e laws. The t r u t h i s t h a t t h e b e s t law i n t h e world i s n ' t worth 

anything i f i t i s n ' t made to work in t h e r e a l wor ld . And both r e p o r t s 

say t h e same t h i n g — t h e r e ' s a very , very long way to go before t h e 

developmental d i s a b i l i t i e s s e r v i c e system da re s t o claim t h a t i t i s 

keeping t h e promise of t h e Lanterman Act . 



APPENDIX FOUR 

STATE COUNCIL ON DEVELOPMENTAL DISABILITIES 
November 3, 1983 

Mr. Theo A. Bruinsma, Chairman 
State Job Training Coordinating Council 
404 South Bixel Street 
Los Angeles, CA 90017 

Dear Mr. Bruinsma: 

The State Council on Developmental Disabilities and the California Governor's 
Committee for Employment of the Handicapped, at concurrent meetings of October 27 
and 28, 1983, adopted the attached Resolution regarding the service to people 
with disabilities. 

The State Council is an independent state agency with mandated responsibilities 
under federal and state law to plan and coordinate resources in order to 
insure the legal, civil, and service rights of the sore than 300,000 individuals 
with developmental disabilities in California. Accordingly, the Council has 
been actively developing policies and monitoring issues related to training 
and employment of persons with developmental disabilities. Membership of the 
Council is composed to private citizens and government officials. 

The Governor's Committee is a volunteer organisation whose mission is to 
facilitate the employment of persons with disabilities. It is composed of 
eighty persons appointed by the Governor representing business, labor,govern-
sent, education, and persons with disabilities. The committee is involved in 
all aspects and issues that affect the ability of persons with disabilities in 
obtaining employment. Some of these are attitudes, transportation, accessibility, 
training, and legislation. The major way the committee has successfully 
functioned for many years is to foster partnership between the private and 
public sector. 

Both the State Council and the Governor's Committee have previously expressed 
concern regarding the lack of participation and the under serving of persons 
with disabilities by the Comprehensive Employment and Training Act systems. 

Since the establishment of the Job Training Partnership Act, the Council and 
the Governor's Committee continue to be concerned by the potential under serving 
of people with disabilities. 
letter to you. 

The State Council expressed this in its June 23, 1983 
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The State Job Training Coordinating Council encourages the State 
Employment Development Department and the Governor to give high 
priority to the funding of demonstration projects for handicapped 
persons which could serve as innovative programs throughout the 
state. 

The State Job Training Coordinating Council requires the State 
Employment Development Department, Job Training Partnership 
Office, to include specific commentary regarding services to the 
handicapped in the evaluation of proposed program plans of the 
service delivery areas. 

The State Job Training Coordinating Council encourages the 
Department of Labor to provide flexibility in program planning 
for the handicapped by allowing additional funding to offset the 
higher costs, longer training programs, and placement efforts. 

2. Identify alternatives to current Supplemental Security Income 
issues that are both counter-productive and act as barriers in 
employment of persons with handicaps. 

3. Encourage local Committees for Employment of the Handicapped, 
Department of Rehabilitation, organizations and agencies that 
serve the interests of persons with handicaps, and local labor 
organizations to monitor the implementation of the Job Training 
Partnership Act to ensure: 

• compliance with Section 504; 
• conformity with policies of the California Governor's 

Committee for Employment of the Handicapped and the 
State Council on Developmental Disabilities; and 

• persons with disabilities participate in the service de­
livery area/Private Industry Council planning process. 

This statement and resolution was adopted by the Governor's Committee for 
Employment of the Handicapped and the State Council on Developmental Dis­
abilities on October 28, 1983. 

11/1/83 
OM:nd 
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R E S O L U T I O N 

WHEREAS, the State of California is committed to the total develop­
ment of human resources for all of its citizens; and 

WHEREAS, a significant number of handicapped California citizens of 
working age within all ethnic minorities and significant population segments 
are structurally unemployed and not receiving employability services of any 
kind; and 

WHEREAS, this dependent status is demeaning to those handicapped 
persons who want to work and participate in our economy as tax paying citizens; 
and 

WHEREAS, the Job Training Partnership Act of 1982 and other federal 
and state legislation repeatedly emphasize services to handicapped persons 
which would maximize the public cost-benefit of such programs by substantially 
reducing both medical disability and public assistance costs; and 

WHEREAS, current legislation requires the coordination and linkage of 
all California employment and training service programs; the representation of 
handicapped on all Job Training Partnership Act planning bodies; the consider­
ation of the special needs of handicapped persons in the design of programs; 
nondiscriminatory and affirmative action provisions on behalf of handicapped 
persons; and 

WHEREAS, according to available statistics, California's handicapped 
citizens appear to have been greatly under served by Comprehensive Employment 
Training Act programs in relation to their incidence in the population; 

NOW THEREFORE BE IT RESOLVED, that the California Governor's Com­
mittee for the Employment of the Handicapped and the State Council on Develop­
mental Disabilities will: 

1. Strongly encourage the State Job Training Coordinating Council 
to adopt a formal policy of support for persons with handicaps 
(text of policy follows) and to seek the advice and counsel of 
the California Governor's Committee for Employment of the 
Handicapped and the State Council on Developmental Disabilities. 

TEXT OF POLICY TO BE ADOPTED BY 
STATE JOB TRAINING COORDINATING COUNCIL 

The State Job Training Coordinating Council encourages the 
coordination and linkage of all California employment and 
training and human services programs to ensure the partici­
pation of persons with handicaps in the Job Training Partner-



ship Act. Such participation would maximize the public cost 
impact of such programs by substantially reducing both medical 
disabilities and public assistance cost for persons with handicaps. 

The State Job Training Coordinating Council encourages the 
Private Industry Councils and service providers to establish an 
affirmative action plan for outreach, training, placement and 
enhancement of handicapped individuals in employment and training 
programs under the Act; and to contribute to the maximum extent 
feasible to the elimination of artificial barriers to the 
employment and occupational advancement of handicapped persons. 

The State Job Training Coordinating Council encourages the 
Private Industry Councils to develop programs with the flexibility 
to accommodate the special needs of handicapped persons, some of 
whom will require longer training periods and placement periods 
at a higher cost per participant than those for nonhandicapped 
participants, and to evaluate these programs with flexibility. 

The State Job Training Coordinating Council encourages the 
Private Industry Councils and other employment and training 
service providers to recognize the special needs of handicapped 
persons in their jurisdictions and develop programs that are 
specifically designed to meet the needs of persons who cannot be 
effectively served in the mainstream of employment and training 
programs. 

The State Job Training Coordinating Council encourages the 
Private Industry Councils and other employment and training 
providers to ensure handicapped representation on their advisory 
councils. 

The State Job Training Coordinating Council encourages the 
Private Industry Councils to cooperate with local field offices 
or state departments, local communities, education, private 
nonprofit and profit organizations that serve persons with 
handicaps in the screening and identification of handicapped 
persons who would be eligible to participate in the Job Training 
Partnership Act programs and to coordinate resources and services 
to meet the needs of handicapped participants. 

The State Job Training Coordinating Council encourages the 
Private Industry Councils to implement staff in-service and 
community training sessions in disability awareness on a broad 
basis in cooperation with state agencies, community-based 
rehabilitation facilities, and consumer advocacy groups for the 

disabled. 
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§416.1180 

(2) If you leave the Sta te for more 
than 90 calendar days, you are no 
longer living there. 

RULES FOR HELPING BLIND AND D I S ­
ABLED INDIVIDUALS ACHIEVE SELF-SUP­
PORT 

$ 116.1180 General.. 
One of the objectives of the SSI Pro­

gram is to help blind or disabled per­
sons become self-supporting. If you 
are blind or disabled, we will pay you 
SSI benefits and will not count t h e 
part of your income tha t you use of 
set aside to use under a plan to 
become s e l f - s u p p o r t i n g . ( S e e 
ii 416 1112(c)(6) and 1124(0(11).) You 
may develop a plan for achieving self-
support on your own or with our help. 
As appropriate, we will refer you to a 
Stale rehabilitation agency or agency 
for the blind for additional assistance 
in developing a plan. 

$ 116.1181 What a plan to achieve self-
Support is. 

A plan to achieve self-support 
must— 

(a) Be designed especially for you; 
(b) Be In writing; 
(c) Be approved by us (a change of 

plan must also be approved); 
(d) Be designed for an initial period 

of not more than 18 months. We may 
extend the period for up to another 18 
months if you cannot complete t h e 
plan in the first period. We may allow 
a total of up to 48 months to fulfill a 
plan for a lengthy education or train­
ing program; 

(e) Show your specific occupational 
goal; 

(f) Show what money you have and 
will receive, how you will spend it. and 
how you will use it to at tain your occu­
pational goal: and 

(g) Show how the money you set 
aside under the plan will be separated 
from your other funds. 
• 116.1182 When we begin to count the 

income excluded under the plan 
We will begin to count t h e earned 

and unearned income tha t would have 
been excluded under your p lan in the 
quarter in which any of the following 
circumstances first exist: 

Title 20--Employee Benefits 

(a) You fall to follow the conditions 
of your plan; 

(b) You abandon your plan: 
(c) You complete the time schedule 

outlined In the plan; or 
(d) You reach your goal as outlined 

in t h e plan. 
APPENDIX—LIST or TYPES OF INCOME 

EXCLUDED UNDER THE SSI PROGRAM AS 
PROVIDED BY FEDERAL LAWS OTHER 
THAN THE SOCIAL SECURITY ACT 

Many Federal statutes in addition to the 
Social Security Act provide assistance or 
benefits for Individuals and specify that the 
assistance or benefit will not be considered 
in deciding eligibility for SSI. We have 
listed these statutes In this appendix and 
have placed them in categories according to 
the kind of income or assistance they pro­
vide. The list gives the name of the Federal 
statute (where possible), the public law 
number, and the citation. Each item briefly 
describes what the statute provides that will 
not reduce or eliminate an SSI payment. 
More detailed Information is available from 
a social security office or by reference to 
the statutes. 

We update this list periodically. However. 
when new Federal statutes of this kind are 
enacted, or existing statutes are changed. 
we apply the law currently in effect, even 
before this appendix is updated. 

1. Food 
(a) Value of food coupons under the Food 

Stamp Act of 1911. section 1301 of Pub. L. 
No. 95-113 (91 Stat. 968.1 U.S.C. 2011(b)). 

(b) Value of federally donated foods dis­
tributed under section 32 of Pub. L. No. 74-
320 (49 Stat . 774) or section 416 of the Agri-
culture Act of 1949 (63 Stat . 1058. 1 CFR 
250.6(e)(9)). 

(c) Value of free or reduced price food for 
women and children under the— 

<1) Child Nutrition Act of 1966. section 
1Kb) of Pub. L. No. 89-642 (80 Stat 889. 42 
U S.C. 1780(b)) and section 11 of that Act as 
added by Pub. L. No. 92-433 (86 Stat. 729.42 
U.S.C. 1786); and 

(2) National School Lunch Act. section 
13(h)(3). as amended by section 3 of Pub. L. 
No. 90-302 (62 Stat. 119. 42 U.S.C. 
1761(h)(3)). 

//. Housing and Utilities 
(a) Assistance to prevent fuel cut-offs and 

to promote energy efficiency under the 
Emergency Energy Conservation Services 
Program or the Energy Crisis Assistance 
Program as authorized by section 222(aX5) 
of the Economic Opportunity Act of 1964. 
as amended by section 5(d)(1) of Pub. L No 
93-644 and section 5(a)(2) of Pub. L. No. 95-

Chapter III—Social Security Administration 
§416.1201 

568 (88 Stat . 2294 as amended. 42 U.S.C. 
2809(a)(5)). 

(b) Fuel assistance payments and allow­
ances under the Home Energy Assistance 
Act of 1980. section 313(c)(1) of Pub. L. 96-
223 (94 Slat. 299. 42 U.S.C. 8612(c)(1)). 

(c) Value of any assistance paid with re­
spect to a dwelling unit under— 

(1) The United States Housing Act of 
1937: 

(2) The National Housing Act: 
(3) Section 101 of the Housing and Urban 

Development Act of 1965: or 
(4) Title V of the Housing Act of 1949. 
(d) Payments for relocating, made to per­

sons displaced by Federal or federally assist­
ed programs which acquire real property. 
under section 216 of Pub. L. No. 91-646. the 
Uniform Relocation Assistance and Real 
Property Acquisition Policies Act of 1910 (84 
Stat. 1902. 42 U.S.C. 4636). 

///. Education and Employment 
(a) Incentive allowances for individuals 

under section 124(a)(3) of the Comprehen­
sive Employment and Training Act (CETA) 
(92 Stat 1943. 29 U.S.C. 826(a)). also earn­
ings and allowances paid to a youth in cer­
tain training or employment programs (ap­
plies to (he youth and the youth's family) 
under section 446 of CETA (92 Slat. 1992. 29 
U.S.C. 921). 

(b) Grants or loans to undergraduate stu­
dents made or Insured under programs ad­
ministered by the Secretary of Education 
under section 501 of the Higher Education 
Amendments of 1968. Pub. L. No. 90-515 (82 
Stat. 1063). 

(c) Any wages, allowances, or reimburse­
ment for transportation and attendant care 
costs, unless excepted on a case-by-case 
basis, when received by an eligible handi­
capped individual employed in a project 
under title VI of the Rehabilitation Act of 
1913 as added by title II of Pub. L. No. 95-
602 (92 Stat. 2992. 29 U.S.C. 195(bXc». 

IV. Native Americans 
(a) Revenues from the Alaska Native 

Fund paid under section 21(a) or the Alaska 
Native Claims Settlement Act. Pub. L. No. 
92-203 (85 Stat. 713. 43 U.S.C. 1620(a)). 

(b) Indian tribes-distribution of per 
capita Judgment funds to members of— 

(1) The Blackfeet and Gros Ventre Tribes 
under section 4 of Pub. L. 92-254 (86 Stat.. 
65.25 U.S.C. 1264): 

(2) The Grand River Band of Ottawa Indi­
ans in Indian Claims Commission docket 
numbered 40-K under section 6 of Pub. L. 
No. 94-540 (90 Stat. 2504): 

(3) Tribes or groups under section 7 of 
Pub. L. No. 93-134 (87 Stat. 468. 25 U.S.C. 
HOT): and 

(4) The Yakima Indian Nation or the 
Apache Tribe of the Mescalero Reservation 

as authorized by section 2 of Pub. L. No. 95 
433 (92 Stat. 1047. 25 U.S.C. 609c 1). 

(c) Receipts from land held in trust by the 
Federal government and distributed to 
members of certain Indian tribes under sec-
lion 6 Of Pub. L. No. 94-114 (89 Stat. 579). 

V. Other 

(a) Compensation provided volunteers in 
the foster grandparents program and other 
similar programs under sections 404(g) and 
418 of the Domestic Volunteer Service Act 
of 1973 (87 Stat. 409. 413. 42 U.S.C. 5044(g) 
and 5058). 

(b> Any assistance to an individual (other 
than wages or salaries) under (he Older 
Americans Act of 1965. as amended bv sec-
tion 102(h)(l)of Pub. L. No. 95-478 (92 Slat. 
1515. 42 U.S.C. 3020a). 

Subpart I—Resources and Exclusions 

AUTHORITY: Secs. 1102. 1601. 1602. 1611. 
1612. 1613. 1614(f). and 1631(d). 49 Slat. 647 
as amended. 86 Stat 1465. 1466. 1468. 1470. ^ 
1413: 42 U.S.C. 1302. 1381. 1381a. 1382. 
1382a. 1382b. 1382c(f). and 1383(d). unless 
otherwise noted. 

SOURCE: 40 FR 48915. Oct. 20. 1975. unless 
otherwise noted. 

§416.1201 Resources; general. 

(a) Resources; defined. For purposes 
of this Subpart L. resources mean cash 
or other liquid assets or any real or 
personal property that an individual 
(or spouse, if any) owns and could con­
vert to cash to be used for his support 
and maintenance. If the individual has 
the right, authority or power to liqui­
date the property, or his share of the 
property, it is considered a resource. If 
a property right cannot be liquidated. 
the property will not be considered a 
resource of the individual (or spouse) 

(b) Liquid resources; defined. Liquid 
resources are those assets tha t are in 
cash or are financial instruments 
which are convertible to cash. Liquid 
resources include cash on hand, cash 
in savings accounts or checking ac­
counts. stocks, bonds, mutual fund 
shares, promissory notes, mortgages. 
and similar properties. Liquid re­
sources. other than cash, are evaluat­
ed according to their equity value. 

(c) Non-liquid resources; defined. (1) 
Non-liquid resources include all other 
properties, the term includes both real 
and personal property. Non-liquid re-

529 
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TN1 6-82 
INCOME SI 00870.001 

Ad as amended in 1972-See. 1612(b)(4)(A) and (B). 1613(a)(4) 
Social Security Amendments of 1972-Sec. 301 
Regulations No. 16 Subpart K,Section 416.1180-416.1182. 
Subpart L. Section 416.1226 

Requirements for Exclusion 

00870.001 General 

One objective of the Supplemental Security In­
come (SSI) program is to provide needy disabled or 
blind individuals under age 65 with the opportunity 
to attain or regain the ability to become self-sup­
porting. These disabled or blind individuals are re­
ferred to the State VR or agency for the blind for 
appropriate evaluation, rehabilitative, and counsel­
ing services (DI 00502.001). The administration en­
courages use of these services and similar programs 
focusing on specific disabling conditions, e.g., cere­
bral palsy. However, some individuals are con-
cerned that use of these services and related training 

could result in loss of SSI payments and related ben-
e f i t s , s u c h a s Medica id , d u e t o excess i n c o m e / r e -

.sourccs. To relieve this concern the law provides for 
establishment of a plan for achieving self-support 
(PASS). 

always applied after all other such exclusions (with 
the exception of IRWE (see CM A6403ff)), that al­
lows an individual to become eligible for SSI while 
receiving and accumulating some otherwise nonex­
cludable income/resources. In order to qualify for 

entering or returning to employment and be willing 
to participate in SSA approved training to achieve 
the occupational objective. 

Under a PASS, a disabled or blind individual is 
permitted to receive earned and unearned income, 
and accumulate resources over a reasonable period 
of time in order to obtain occupational training and 
education, purchase occupational equipment, estab­
lish a business, etc., thereby encouraging him or her 
to become financially self-supporting. 

The legislative history of the 1972 Amendments 
to the Social Security Act indicates that the provi­
sion for PASS'S should be liberally construed if nec­
essary to accomplish the self-support objective. 
However, this does not imply that if the individual 
has an approved PASS, all income and resources are 
automatically excluded. Rather, it permits the ex­
clusion of that part of the income and resources spe­
cifically identified as being necessary to fulfill a 
plan. The criteria governing establishment of an ap-
provable PASS provides defined limits on when and 
for what purposes income and resources can be ex­
cluded. 

The exclusion of income under a PASS is applica­
ble only for determining current eligibility/payment 
amount under SSI; i.e., helping the individual meet 
SSI income and resource limits. It has no effect on 
the calculation of earned income used to determine 
whether a disabled individual is engaging in sub­

stantial gainful activity (SGA) or qualifies for a trial 
work period (TWP) (DI 00503.001). 

Recent legislation permits extension of a TWP for 
15 months beyond the original 9 months evaluation 
(DI 00504.180). If an individual is engaged in a 
PASS prior to the beginning of the extended TWP, 
the plan continues in effect during the extended pe­
riod. Standard diary, evaluation, and documenta­
tion procedures should be followed. No new plans 
should be developed during this period of special 
payments. However, plan extensions and revisions 
can be developed during this period using the crite­
ria in SI 00870.070. The new legislative provisions 
also allow extension of payments in certain situa­
tions beyond medical cessation of disability or after 
the level of SGA has been attained (DI 00502.043, 
00504.180). In these situations previously estab­
lished plans continue in effect, but no new plans 
should be initiated. Plan extensions and revisions 
can also be developed in these situations using the 
SI 00870.070 criteria. 

Before applying the PASS exclusion. consider all 
0150.000). If countable income or excess resources 
remain after applying all other exclusions, consider 
the possibility of further income/ resources exclu-
sions through the development of a plan for achiev-
ing self-support. 

Income exclusions of higher priority include but 
are not limited to State supplied assistance based on 
need, tuition and fee portions of grants, scholar­
ships, fellowships, and work expense for the blind. 
Money/services received from VR by an individual 

participating in a program are also excluded prior to 
consideration of a plan. Use the same procedures in 
applying the resource exclusions, utilizing the guide­
lines in SI 01110.000. When deeming of income and 
resources from a parent, ineligible spouse, or eligible 
spouse is applicable, keep in mind that deemed in­
come and resources may be excludable under a 
PASS as is support and maintenance in kind, see SI 
00850.000 and SI 01110.000. 

The exclusion of the work expenses of the blind 
permits excluding from countable income the in­
come used to meet expenses reasonably attributable 
to the earning of any income by the blind individual. 
A PASS would be used if the individual has excess 
resources not taken care of by the resources exclu­
sions of higher priority. To qualify for this exclu­
sion, an individual must meet the medical criteria 
for statutory blindness. Those individuals who do 
not meet the criteria and are determined disabled 
with a visual impairment do not receive this exclu­
sion. 

Recent legislation added an additional exclusion 
for earned income, Impairment Related Work Ex­
penses (IRWE). This provision permits the deduc­
tion from earnings of an amount equal to the cost (to 
the individual) of such items/services as attendant 
care, medical devices, prosthesis, reading aids for the 
blind, etc., which are necessary to engage in employ­
ment regardless of whether these items and services 
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are also needed for non-work activities. This exclu­
sion applies only to the costs paid by the individual 
from earned income. The IRWE exclusion cannot 
be applied until initial eligibility for SSI payments is 
established. Should SGA become an issue after an 
individual becomes eligible for SSI payments, the 
IRWE exclusion can be applied to reduce the in­
come below the level of SGA (CM A6403 ff). 

The PASS exclusion can be used to reduce excess 
income and resources which frequently are impedi­
ments to SSI eligibility and payments. Under the 
PASS exclusion the item or expense incurred must 
relate directly to fulfillment of the individual's occu­
pational objective; i.e.. not otherwise needed for 
daily activity. The source of the payment/savings 
for the expenses or items is immaterial. The exclu­
sion of income under a PASS does not affect calcu­
lation of earned income to be used in determining if 
an individual is engaging in SGA (DI 00503.001 ff). 

Exclusions under IRWE and PASS are mutually 
exclusive. An item excluded as an IRWE cannot be 
excluded under a PASS. 

If both an individual and a spouse are disabled or 
blind, each may have a plan. Develop a separate 
PASS for each member of the couple. 

00870.010 Exclusion Criteria for a Plan for 
Achieving Self-Support 

For income/resources to be excluded as necessary 
to fulfill a PASS the following conditions must be 
met (see SI 00870.040 for the application of these 
criteria): 

A. A specific plan for the individual must exist in 
writing. 

B. The plan must contain: 
1. A designated occupational objective: 
2. Specific savings/planned disbursement 

goals directly related to the objective: 
3. A list of objective related items or activities 

requiring savings or payments and the an­
ticipated amounts; and 

4. A specific period of time for achieving the 
objective. 

C. The plan must identify and segregate any 
money or other resources being accumulated 
and conserved toward the accomplishment of 
the occupational objective. 

D. The plan must be current: i.e.. the time period 
covered by the plan must not have expired. (A 
plan cannot be established earlier than the 
date of application for SSI or the first point of 
documented interest in a plan). 

E. The plan must be approved by SSA. 
F. The individual must be performing currently 

in accordance with the provisions of the ap­
proved plan for achieving self-support in order 
to receive the advantages accruing from the 
continuing income/resource exclusions under 
the plan. 

00870.020 When a Plan for Achieving Seif¬ 
Support Should Be Considered 

Conceptually, every disabled and blind SSI appli­
cant/recipient may. at some point, use a PASS. 
However, the most likely candidates for a plan are 
those individuals who are: 

A. Clients of a State vocational rehabilitation 
agency or a State agency for the blind (Hereaf­
ter. VR will denote both of these agencies); 

B. In school or in a training program: 
C. Marginally employed (including self-employ­

ment) or interested in obtaining employment 
or establishing a business; 

D. Inquiring about rehabilitation; 
E. Veterans Administration (VA) clients; 
F. Working with private disability adjustment 

services, e.g.. United Cerebral Palsy; 
G. Alleging they wish to have a plan to become 

self-supporting. 
If any of the above indicators are present, discuss 

with the individual, at the time of initial application, 
at redetermination, or when notification of potential 
referral for vocational rehabilitation is given (DI 
00502.011). the effect that an approved PASS may 
have upon his or her eligibility/payment amount. 

A PASS should also be considered before a dis­
abled or blind individual's application is denied on 
the basis of excess income or resources. Considera­
tion should also be given to development of a plan 
when the individual could be suspended for excess 
income/excess resources. It may not be necessary to 
discuss development of a PASS in great detail with 
every claimant in the above categories, but there 
should be some discussion about each individual's 
employment/training in order to determine whether 
consideration of a PASS is appropriate. Document 
the discussion and the individual's decision to pur­
sue or not to pursue a PASS on a Report of Contact 
(RC)(SSA-5002). 
Example: 
During an SSI disability application interview the 
claims representative (CR) learned that the claim­
ant. Mr. Michael Stone, may have income in excess 
of SSI limits. Mr. Stone operates a small stand in an 
office building selling pens, pencils, and stationary, 
and the income fluctuates based on his sales and in­
ventory requirements. Mr. Stone says he applied for 
SSI because he is just gelling started and is not able 
to rely on a regular income from his business. He al­
so indicated that if he could expand his stock and 
variety of items his business income could increase. 
Without some assistance, such as SSI. he does not 
have enough money for daily needs plus the added 
stock. He feels his expanded business would end his 
need for SSI by showing a profit after one year. 

Since Mr. Stone might not be eligible for SSI 
without a PASS and he is interested in becoming 
self-supporting, the CR should discuss the possibili­
ty of a PASS with him. If he agrees to a PASS, use 
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the criteria in SI 00870.040 to help him prepare his 
plan. 

00870.030 Development of a Plan for 
Achieving Self-support 

A. Who May Develop a PASS 
There is no restriction on who may develop a 

PASS for a disabled or blind individual. However, 
they are often developed by: 

1. A VR agency; 
2. The Veterans Administration; 
3. Any public or private social service agency; 
4. A sheltered workshop; 
5. Any employer; 
6. SSA; 
7. Anyone assisting the individual; or 
8. The individual. 
The evaluation of self-support plans is the respon­

sibility of SSA. Because of the experience VR agen­
cies. the VA, and other public or private agencies 
have in developing individual rehabilitative pro­
grams. SSA requests their assistance when the feasi­
bility of an occupational objective is not certain 
because of the nature of the individual's disability. 
SSA also can look to these groups for assistance in 
planning the schedule of activity to achieve the plan 
objective. Each district office (DO) should develop 
an Information Exchange Form to use in requesting 
information from the appropriate agency or group 
(S1 00870.100, Exhibits 2,3). After this information 
is compiled, the SSA representative. CR or above, 
will evaluate the plan for compliance with the crite­
ria discussed in SI 00870.040, apply the income and 
resource exclusions, and prepare a written determi­
nation of approval or disapproval (SSA-553). 

B. Formulation of a PASS 

1. WHEN A PASS IS NECESSARY TO ESTABLISH OR 
RETAIN ELIGIBILITY 

Where the establishment of a PASS appears feasi­
ble and the individual would be ineligible without it: 

a. Discuss the effect that a PASS might 
have on the individual's SSI eligibility/ 
payment amount. If the establishment of 
a PASS appears practical, and the in­
come and resource requirements would 
not be met without a plan, delay final 
system input and begin PASS develop­
ment, establishing a 30 day follow-up di­
ary. (This development should be done 
concurrent with other non-medical de­
velopment for the case). 

b. Refer the claimant to the appropriate 
agency for rehabilitation services (DI 
00502.001 ff) and, if needed, assistance 
in defining the occupational objective 
and the training, schooling, and equip­
ment necessary to achieve the objective. 

c. If the agency is helping with develop­
ment of the plan, send a copy of a DO 
Information Exchange Form (SI 
00870.100, Exhibits 2.3) for the agency 
to record the information and return it 
to the DO. 

d. Advise the individual to contact the DO 
as soon as the information for the PASS 
has been obtained, or if the individual 
decides not to develop a PASS because 
eligibility for SSI payments is affected 
by his or her action. 

e. If the DO hears nothing from the indi­
vidual or agency within the 30 days after 
referral, contact the individual /agency 
by telephone to determine if plan devel­
opment is being pursued. If there is in­
terest in a plan, record the information 
regarding the necessary elements of a 
plan and determine if this information is 
sufficient to establish a plan, allowing 
for revision after establishment of initial 
eligibility. Prepare a written determina­
tion on the plan, including a reference to 
the anticipated revision. Failure to begin 
development of plan elements by this 
point indicates questionable interest. If 
the claimant is indefinite about develop­
ing a PASS, explain the result of not pur­
suing the plan, i.e., not becoming eligible 
for SSI or loss of SSI eligibility. Consider 
failure to develop at least the basic ele­
ments of a plan a decision not to pursue 
a plan. In this situation, or when an indi­
vidual says he or she is not longer inter­
ested in a plan, document the file with an 
RC indicating the individual's decision 
and date of contact. Complete final sys­
tem input. 

Example: 
During a recipient initiated redetermination inter­
view, it is revealed that Jack Thomas, a paraplegic. 
now has enough income and resources to preclude 
further SSI payments. Mr. Thomas alleges that he is 
participating in a VR funded on-the-job training 
program in a sheltered workshop. He is training to 
become a self-employed welder. VR currently is ar­
ranging for special van transportation. It is further 
learned that this program is to last for a period of 18 
months, at the end of which Mr. Thomas is expected 
to obtain employment outside of the sheltered work-
shop. At that time, he must also supply his own 
transportation and equipment. Mr. Thomas is ex­
pected to obtain specially equipped van for this pur­
pose. In order to purchase this van. he will need his 
SSI payments to supplement his resources to make a 
down payment on the van and the equipment at the 
end of the on-the-job training program. 

The CR helped the individual write out the details 
on his plans for achieving his occupational objective 
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and contacted VR to confirm the approximate dates 
for the program. The CR explained the PASS re­
quirements, including the need for a separate ac­
count, to the individual. After opening the separate 
account, Mr. Thomas returned to the DO with proof 
of the account (i.e.. bank book and account 
number), reviewed the PASS prepared by the CR, 
and agreed to function in the PASS as described. 
The CR prepared the determination on the PASS, 
adjusted Mr. Thomas' excluded income and re-
sources, and made the necessary adjustments for 
continued SSI payments. 

2. WHEN A PASS IS NOT NECESSARY TO ESTABLISH 
OR RETAIN ELIGIBILITY 

When it appears an individual could benefit from 
a PASS, but it is not necessary to establish or retain 
the individual's SSI eligibility, and the individual 
has no plan but indicates an interest in pursuing 
one: 

a. Adjudicate the claim to pay or input the rede­
termination without any PASS exclusions; 

b. Prepare an RC for the claimant's file describ­
ing his or her desire to establish a PASS and 
his or her thoughts about an occupational ob­
jective; 

c. Refer the claimant to the appropriate agency 
for rehabilitation services (DI 00502.001 ff). 
including a copy of the above mentioned RC 
along with any appropriate referral docu­
ments; 

d. If the agency is helping with the development 
of the plan, send a copy of the DO Informa­
tion Exchange Form (SI 00870.100. Exhibits 
2,3) for the agency to record the information 
and return the form to the DO; 

e. Diary the case for a follow-up 90 days after re­
ferral; 

f. Advise the individual to contact the DO as 
soon as the information for the PASS has been 
obtained or if the individual decides not to de­
velop a plan; 

g. If the DO hears nothing from the individual or 
agency within the 90 days after referral, con­
tact the individual/agency by telephone to de­
termine if plan development is being pursued. 
If there is interest in a plan, record the infor­
mation regarding the necessary elements of a 
plan and determine if this information is suffi­
cient to establish a plan. Prepare a written de­
termination on the plan. Failure to begin 
development of plan elements by this point in­
dicates questionable interest. Consider failure 
to develop at least the basic elements of a plan 
a decision not to pursue a plan. In this situa­
tion or when an individual says he or she is no 
longer interested in a plan, document the file 
with a Report of Contact indicating the indi­
vidual's decision and date of contact. 

Establishment of a Plan for 
Achieving Self-Support 

00870.040 Application of Criteria for a 
Plan for Achieving Self-Support 

A. Procedures for Determination 
DO personnel, CR's and above, are responsible 

for development of a PASS, i.e., assessing the indi­
vidual's interest in a plan, helping the individual de­
velop the various elements necessary to attain the 
plan's objective (including referral to the appropri­
ate agency for help), identifying income and re­
sources appropriate for exclusion, and preparing a 
written determination of the plan's acceptability. 
(Claims Representative Trainees (CRT) are permit­
ted to prepare PASS'S and determinations, but these 
must be reviewed and signed by a CR before taking 
effect). 
B. Necessary Elements 

A PASS must be a specific plan devised for the in­
dividual (or by the individual) to enable him or her 
to attain a specific occupational objective and. thus, 
become self-supporting. To be approved for SSI 
purposes, each PASS must meet the following re­
quirements. 

1. MUST BE IN WRITING 

Each individual must have a plan specifically 
written for him or her. This plan need not be written 
according to a predetermined format. However, the 
plan must contain all of the elements necessary to 
make a decision to approve or disapprove the PASS, 
as listed in this section. When the individual is re­
ceiving VR or VA rehabilitation services, he or she 
should be able to obtain a copy of the rehabilitation 
plan from VR or VA case records to help in prepar­
ing the plan. The essential elements may also be ob­
tained from the individual by recording them on an 
SSA-795. signed by the individual. Once all of the 
essential elements have been obtained and recorded 
on the SSA-795 or a DO Information Exchange 
Form (SI 00870.100. Exhibits 2.3). the DO should 
prepare a written special determination (SSA-553) 
to approve or disapprove the PASS (SI 00870.100. 
see exhibit 1). A double signature is not required un­
less the determination is prepared by a CRT. 

2. MUST HAVE A DESIGNED AND FEASIBLE 
OCCUPATIONAL OBJECTIVE 

a. Identification of a Designated and Feasible 
Occupational Objective 

A designated and feasible occupational objective 
is one which: 

1) Identifies the individual's proposed occupa­
tion, e.g.. computer programmer. 

2) Can be attained, given the individual's impair­
ment, and 
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3) Will produce earned income sufficient to elim­
inate, or at least reduce SSI payments within a 
reasonable period of time. 

NOTE: Working toward accomplishment of a non­
occupational goal, such as attaining or improving 
self-sufficiency (i.e., basic living skills) or homemak¬ 
ing capability, does not qualify as an acceptable occu­
pational objective for a PASS. 

If an individual has achieved the ability for self-
support, income and resources cannot be excluded 
under a PASS; e.g.. further specialized or advanced 
education or training is being sought for the purpose 
of improving potential earning capability. Not only 
would a PASS be inappropriate under such circum­
stances. but. in the case of the disabled, as distin­
guished from the blind, the question of continuing 
disability would also need to be resolved. 

This is not to say. however, that in no case would 
specialized or advanced training be an appropriate 
basis for a PASS. A severely disabled individual 
may have a well paying job but because of special 
needs he or she may not be self-supporting. 

An individual is considered self-supporting if the 
individual's income is, after application of all other 
SSI exclusions, sufficient to meet the costs of the in­
dividual's disability/blindness related expenses and 
still make him or her ineligible for SSI payments. 

Example: 
Bess Turner, a blind teacher, wants to stop teaching 
while she takes additional courses to earn a master's 
degree to permit her to go into an administrative po­
sition rather than continue teaching. She plans to fi­
nance this additional education from a monthly 
allowance to be paid by her brothers and from her 
$3,000 savings. This planned disbursement of her 
income and resources cannot be excluded under a 
plan for achieving self-support. The additional de­
gree is not required to maintain her present teaching 
position but is primarily for improving her already 
demonstrated earnings capacity. In other words, she 
has already achieved and demonstrated an ability to 
be self-supporting. It is not the purpose of a plan for 
achieving self-support to assist a self-supporting in­
dividual to achieve his or her optimum level of earn­
ings. 

b. VR Evaluation: Presumed Occupational Objective 

During the period that a VR agency is performing 
a diagnostic study/evaluating the individual to de­
termine the appropriate rehabilitation services to of­
fer, it can be presumed that a designated and 
feasible occupational objective exists. Thus, if an in­
dividual will be going through this process or is pres­
ently involved in it, a PASS may be developed 
provided there are evaluation related expenses that 
meet the criteria for exclusion of income/resources 
under a PASS. Rehabilitation evaluation related ex­
penses could include transportation, meals, mainte­
nance of second residence temporarily, etc. 

In this situation, a PASS may be developed with 
an occupational objective of "VR Evaluation," but 

it must meet all other requirements set forth in this 
section. At the end of the evaluation period, the in­
dividual's PASS must be revised to include a new 
occupational objective that will meet the criteria in 
a. above. This evaluation time does count toward 
the maximum length of a PASS. Changes in planned 
savings/disbursements, as well as in other exclu­
sions. are to be expected at this point. When this oc­
curs. follow SI 00870.070. 

If the VR agency is unable to determine a viable 
occupational objective for the individual, the PASS 
will be terminated at the end of the evaluation peri­
od. The case must then be redetermined in accord­
ance with SI 02305.005. 
Example: 
During his application interview, Ben Jones, a title 
II recipient, told the CR he was participating in a 
VR evaluation program to determine an appropri­
ate rehabilitation goal for him. Ben is a paraplegic, 
with traumatic onset. Because of his title II benefits 
it appears Ben will not be eligible for SSI. Since a 
PASS appeared feasible because of the impact on 
his eligibility and his interest in returning to em­
ployment, the provisions for a plan were explained 
to Ben. He indicated an interest in developing a 
plan. 

VR was contacted for information on the evalua­
tion program. The CR reviewed the information and 
prepared a determination for an approved plan with 
an occupational objective of "Rehabilitation Evalu­
ation" and an achievement period of 3 months. 
Since Ben had to live away from home for part of the 
evaluation period, the cost of this second residence 
was excluded as a necessary expense as was the cost 
of daily transportation. 

At the end of the VR evaluation period. Ben re­
quested a revised plan with an occupational objec­
tive of machinist. Utilizing the VR evaluation report 
and training outline, the CR will prepare a revised 
plan and determination to approve or disapprove 
the plan. 

3. MUST HAVE SPECIFIC SAVINGS/PLANNED 
DISBURSEMENT GOALS RELATED TO ATTAINMENT 
OF THE OCCUPATIONAL OBJECTIVE 

Development of specific savings/planned dis­
bursement goals requires a careful assessment of the 
steps necessary for the individual to reach the occu­
pational objective. This process is important be­
cause any income and resources to be excluded 
under a PASS must be related to attainment of an 
occupational objective. Only those goods and serv­
ices specifically required to achieve the occupational 
objective can be excluded under a PASS. Disburse­
ments/savings for goods and services that an indi­
vidual requires with or without an occupational goal 
cannot be excluded under a PASS, e.g., home wheel­
chair ramp. The majority of expenses suggested in 
rehabilitation information submitted by VR, VA, 
etc., are appropriate. However, since many rehabili­
tation plans go beyond strictly occupational con­
cerns. to include personal and social adjustment, the 
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expenses suggested for exclusion should be reviewed 
for consistency with our PASS exclusion criteria. If 
a question still exists regarding a proposed excluda­
ble expense, contact the agency representative by 
telephone for clarification. 

a. Sources of Income and Resources 

The source of any income and resources to be ex­
cluded under a PASS is immaterial. However, when 
applying exclusions of higher priority (SI 00810.010, 
00840.001. 01150.001. CM A6403.4), the source of 
any monies is very important because these exclu­
sions are to be applied in priority order. 
Example 1: 
According to the provisions of his PASS, John Wil­
liams, a disabled individual, will attend night school 
for 2 years in an effort to reach his occupational ob­
jective of becoming a consumer credit analyst at a 
commercial bank. VR will be paying for the majori­
ty of his tuition and school expenses. For additional 
training. John will be working part-time as a loan 
clerk while he is attending school. The income he re­
ceives from this training will be used to pay for the 
remainder of his tuition and school expenses as well 
as for some of his basic living needs. 

In this case, the monies received from VR should 
be excluded under SI 00810.030.A.1. The amount of 
John's income used to pay tuition and school ex­
penses is excludable under an approved plan. How­
ever, the remainder of his income is countable 
because he uses it for purposes not directly related 
to pursuit of his occupational objective. 

Example 2: 
According to her PASS. Laura Harris, a paraplegic, 
wants to become a parole officer. Toward this goal, 
she plans to obtain her bachelor's degree in crimi­
nology over a 4-year period during which she will 
have to live on campus in lieu of living at home with 
her parents. VR will be paying for her tuition, and 
Laura's church will be providing her with a flat 
grant of $100 per semester. Additionally. Laura 
plans to work part-time in her school's financial-aid 
office, using this income toward her room and board 
expenses at school. 

In this case, the VR funds for tuition are excluda­
ble under SI 00810.030.A 1. The $I00 flat grant from 
Laura's church along with her own income may be 
excluded under a PASS, provided that she identifies 
the money's use. which must be directly related to 
attainment of her occupational objective. (Expenses 
for the room and board she requires while attending 
school are excludable because they are directly re­
lated to her occupational objective which requires 
that she lives away from home). 

b. Savings and Disbursements 

Savings and disbursement designations that are 
part of a PASS may be for many different goods and 
services provided these goods and services are di­

rectly related to achieving the occupational objec­
tive. Some of the frequent savings designations are: 

1) Savings toward the purchase of equipment 
necessary to carry on a trade or business: 

2) Savings toward the payment for educational 
or vocational training necessary to attain an 
occupational goal: and 

3) Savings toward purchase of items associated 
with this educational or vocational training 
(e.g.. support and maintenance at school, 
books, special equipment, transportation. 
etc.). 

Some of the frequent disbursements are: 
1) Payment for transportation to employment/ 

training; 
2) Purchase of meals at the place of employ­

ment/training: and 
3) Purchase of required uniforms. 

4. MUST PROVIDE FOR THE IDENTIFICATION AND 
SEGREGATION OF ANY MONIES AND OTHER 
RESOURCES 8EINQ ACCUMULATED 

Liquid resources (money, bonds, stock, etc.) to be 
excluded under a PASS must not be commingled 
with other resources since identification of the des­
ignated resources is necessary when evaluating com­
pliance with plan provisions. If the individual is 
currently commingling other resources with the re­
sources to be used for fulfilling a PASS: e.g.. only 
one bank account for all funds, explain that in order 
for such resources to be excluded, they must be kept 
in a separate account. Interest earned on the PASS 
savings should be applied toward the monetary 
goal. The individual must then supply proof, such as 
a savings account passbook, with account number, 
showing the amount of funds which has been segre­
gated from any other resources for the PASS. 

Example: 
Sandy Morton, a disabled recipient, reported to the 
DO that he had just been awarded a schedule of 
monthly compensation payments based on his disa­
bility. Being familiar with the case, the CR was 
aware that in performing the redetermination these 
payments could make Sandy ineligible due to excess 
income. The CR decided to discuss the potential of a 
PASS with Sandy, who indicated he was interested 
in becoming a jewelry repairman and would be in­
terested in developing a PASS. He indicated the 
larger part of the money in his savings account was 
being saved for books and tools. The CR helped 
Sandy write up his plan and informed Sandy that as 
soon as he opened a separate account for his PASS 
savings and brought in proof of the account; i.e., the 
passbook, the PASS could be approved. The CR ex­
plained that a delay in implementing the plan could 
result in a loss of SSI payments. Sandy brought in 
the passbook two days later and the CR recorded 
the account number and bank name in the Pass and 
completed the redetermination. 
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S. MUST HAVE A SPECIFIC AND REASONABLE PERIOD 
OF TIME WITHIN WHICH THE PASS WILL BE 
FULFILLED 
a. Duration Requirements 

An approved PASS is limited to an initial period 
of no longer than 18 months ' duration (SI 
00870.080). An additional period of up to 18 months 
may he granted where it is determined that such an 
extension is required to attain the occupational goal 
of the previously approved PASS. When the original 
plan includes an occupational objective which re­
quires extensive education or vocational training 
(e.g.. undergraduate degree), a second extension of 
up to an additional 12 months may be granted. 

Because a plan is designed to meet the individu­
al's needs for achieving the occupational objective. 
the way SSA monitors and evaluates the individual's 
progress should demonstrate some flexibility. As 
long as the general duration guidelines are observed 
and the individual's circumstances and progress to-
ward the objective justifies the additional time, ex-
tensions for specific periods of 3. 6, 12 or any 
number of months, but not exceeding 18 months 
may be granted. Each extension should be diaried 
for the month prior to expiration of the extension to 
assess progress toward achievement of the occupa­
tional objective. If it is known an occupational ob­
jective will take more than 18 months to achieve, the 
entire program should be outlined. However, the de­
termination of approval must address only the first 
18 months. If sufficient progress is made toward the 
objective in those months, a second determination 
should be prepared for the additional time, up to 18 
months. If the individual remains in compliance and 
the 12 month extension is appropriate, a determina­
tion should be prepared for this period. 

While a plan is in effect, it may become apparent 
that modifications in objective, major savings goals, 
or substantial expenditures are necessary. When the 
DO becomes aware of these matters, the CR should 
pull the DO PASS file for the individual and. with 
the individual's assistance, prepare a revised plan 
and determination. Minor changes in expenditures 
or savings amounts can be recorded on an RC and 
attached to the file copy of the PASS. No determina­
tion is needed for minor changes. Minor changes are 
those that do not affect the claimant's eligibility. 
payment amount, or plan duration. 

In some situations, due to the changes in the indi­
vidual's condition or simply the plan proving not 
feasible for the individual, the plan should terminate 
and be replaced by a new plan. A new plan should 
be developed only where the new objective totally 
differs from the first objective and there is reason to 
believe the plan will prove successful. The DO file 
on the PASS should include a special determination 
regarding the establishment of the new plan, includ­
ing reasons for its development. There is a 36 month 
maximum duration for the new plan that does not 
include extensive educational/vocational training; 
e.g.. undergraduate degree. New plans including 

such a training requirement have a 48 month maxi­
mum duration. If there are any questions concern­
ing the feasibility of an extension, contact a 
collateral source such as VR for assistance. 

The effective month for PASS exclusion(s) is the 
first month it can be established the individual is 
performing in accordance with the approved plan, 
but no earlier than the month in which an SSI appli­
cation was filed. 

b. Diarying Cases 

1) When a pass is approved, establish a 
diary to mature in the month preced­
ing the month in which the PASS is 
fulfilled (SI 00870.080) or in the 17th 
month after the plan is established. 
whichever is earlier. 

When the diary matures, follow c.1) below. 
2) If an 18-month extension is war­

ranted and allowed, establish a diary 
to mature in the month preceding the 
month in which the PASS will be ful-
filled (SI 00870.080) or in the 17th 

month after the month the extension 
is granted, whichever is earlier. 

When this diary matures, follow c.2) below. 
3) If a second extension, which must be 

for educational purposes, is allowed. 
establish a diary to mature in the 
month preceding the month in which 
the PASS will be fulfilled (SI 
00870.080) or in the 11th month after 
the second extension is granted. 
whichever is earlier. 

When the diary matures, fol low c.3) below. 
c. Expiration of Diaries 

1) When the first diary matures, care­
fully assess the specific situation to 
determine whether the PASS has 
been fulfilled (SI 00870.080) or 
whether there is a basis for granting 
an additional exclusion period of up 
to 18 months. 

If the PASS has been fulfilled or is 
to be terminated due to noncompli­
ance. (SI 00870.080). process a rede­
termination per SI 02305.050 ff. 
Income excluded in accordance with 
a PASS will become countable the 
month following the month the 
PASS is fulfilled or terminated. Re­
sources excluded in accordance with 
a PASS will become countable with 
the quarter following the quarter in 
which the PASS is terminated. 

Example 1: 
Alice Hughes' original PASS was established for 16 
months. During the 15th month. Alice submitted a 
revised plan requesting an additional 5 months to 
attain her occupational objective. She indicated the 
extension was needed to complete a semester of oc-
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cupationally related courses missed due to illness. 
Since the illness was documented by her physician 
and Alice was otherwise adhering to the provisions 
of the PASS, the CR granted the extension. A diary 
was established to mature in the 20th month to as­
sess Alice's progress and potential need for addi­
tional time. 

Example 2: 
Boh Rettmon had a PASS with a 14 month dura­
tion. In the 13th month the DO representative eval­
uated Bob's progress toward his occupational 
objective. At this time Bob submitted a revised plan 
extending his PASS duration by 6 months. Bob indi­
cated he needed the extension to accumulate addi­
tional savings to purchase the equipment necessary 
to achieve his occupational objective. Bob alleged 
the additional funds were necessary because infla­
tion had increased the cost of the equipment as well 
as reduced his capacity to accumulate funds. A VR 
counselor confirmed Bob's allegation about the cost 
of the equipment. The 6 month extension was grant­
ed and a diary was established that was set to ma­
ture in the 19th month after the PASS became 
effective. 

2) When the second diary matures. 
carefully assess the specific situation 
to determine whether the PASS has 
been fulfilled or whether there is a 
basis for granting an additional ex­
tension of up to 12 months. The 12 
month extension can be authorized 
only when the PASS includes an edu­
cational or vocational training re­
quirement which extends beyond the 
initial and first extension period. 

If a second extension of the PASS 
is warranted for the individual, redi-
ary the case as instructed in b.3) 
above. This final extension should 
have been projected in the original 
PASS. If the extension was not antic­
ipated in the original PASS, the indi­
vidual must provide rationale for the 
request. This information should 
then be evaluated, using a collateral 
source such as VR if it is appropriate. 
The decision on the request should 
be documented in the file. 

Example: 
In the 35th month after her PASS became effective, 
a CR evaluated Phyllis Jones' plan to determine 
whether she had fulfilled her PASS during the first 
extension or whether a second extension was war­
ranted. Phyllis' original PASS called for her to fulfill 
her PASS within 48 months during which she would 
complete her bachelor's degree in Marketing and 
become a sales manager for a consumer goods dis­
tributor. 

Taking into consideration that she had projected 
the extension educational requirements for her oc­
cupational goal in her PASS, and that she had ad­
hered to the provisions of the plan, the CR granted 
the 12-month extension and established a diary to 
mature in the 47th month of the PASS. 

3) When the third diary matures, proc­
ess a redetermination in accordance 
with SI 02305.050. Income excluded 
in accordance with a PASS will be­
come countable the month after the 
month the PASS is terminated. Re­
sources excluded in accordance with 
a PASS will become countable with 
the quarter following the quarter the 
PASS is terminated. 

6. MUST BE CURRENT 
A PASS must have a future date for completion. 

If a PASS is approved, exclusions based on a PASS 
can be applied effective with the date the individual 
began participating in occupational or training ac­
tivity related to the PASS, but not earlier than the 
date of application. 

7. THE INDIVIDUAL MUST BE PERFORMING IN 
ACCORDANCE WITH THE PROVISIONS OF THE 
PASS 

Once a plan is established, the individual must 
perform in accordance with the provisions of the 
PASS. The individual can be deemed to be in ac­
cordance if he or she is awaiting the start of the next 
term of an established educational or vocational 
training program. 

When a prolonged period of illness prevents an 
individual from engaging in the plan, document the 
file on an RC. Diary the case for a follow up contact 
and documentation every 30 days, not to exceed 3 
months. 

If at any time, for any reason, the individual is 
found not to be complying with the provisions of his 
or her PASS, follow SI 00870.075. 

00870.050 Handling of Existing Plan 

If the SSI applicant alleges he or she is already 
working, or being trained, under an existing rehabil­
itation plan that has not been reviewed by SSA, ob­
tain a written copy of the plan or record the essential 
elements of the plan, as detailed in SI 00870.040.B, 
on an SSA-795 for the individual's signature. Take 
the following actions. 

A. Individual is a VR or VA Client 
If the individual indicates that he or she is partici­

pating in a VR or VA plan for rehabilitation, request 
the following on a DO Information Exchange Form 
(SI 00870.100, Exhibit 2): 

1. Confirmation that the individual is a VR or 
VA client; 

2. Identification of the occupational objective; 
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3. Identification of the amounts of income and 
resources being saved or disbursed as part of 
the plan and the purposes of the savings or dis­
bursements; and 

4. Verification of the date the plan indicates the 
individual will accomplish his or her occupa­
tional goal. 

When this information has been obtained, deter­
mine if the information meets the criteria for PASS 
approval per SI 00870.040.B. 

If the information meets the criteria, prepare a 
PASS and determination incorporating the infor­
mation. then continue to develop the claims as in­
structed by SI 00870.060. 

B. Individual is Not a VR or VA Client 
If the individual indicates that he or she devel­

oped the plan or that it was developed by an agency 
or group other than VR or VA, review the plan care-
fully to identify: 

). A designated occupational objective; 
2. The amounts of income and resources being 

conserved or disbursed toward fulfillment of 
the plan and the purposes of the savings and 
disbursements; and 

3. The date it is anticipated that the individual 

When the individual or someone other than VR 
or VA develops the PASS, a determination of the 
feasibility of the occupational objective, given the 
disability, must be made. The judgment as to the 
feasibility of the objective is usually made by the 
DO representative. If assistance is needed in deter­
mining the feasibility of the occupational objective 
because of the individual's disability, contact the lo­
cal VR office for assistance ( S I 0 0 8 7 0 . 0 4 0 ) . F o r t h e 
limited number of situations where rehabilitation 
services other than VR's or VA's are used, e.g., 
United Cerebral Palsy Foundation, contact the re­
habilitative source regarding the feasibility ques­
tion. In all non-VR or non-VA situations document 
the PASS determination with the evaluation of the 
feasibility of the occupational objective and the 
source of the information. 

After the above information has been obtained, 
determine if the plan meets the criteria for approval 
per SI 00870.040. 

Proceed to adjudicate the claim as instructed by 
SI 00870.060. 

00870.060. P r o c e d u r e s after Approval or 
Disapproval of a P lan for 
Achieving Self-Support 

A. Procedures for an Approved PASS 
When it is determined that specific income/re­

sources are to be excluded because of an approved 
plan, input this information to the system. If plan 
approval affects eligibility, the system input will be 
sufficient to generate a paragraph in the initial 

award notice telling the individual the plan was ap­
proved. However, if the individual is already in pay­
ment status, the notice must be prepared manually. 
This notice can accompany the copy of the ap­
proved plan that is sent to the individual (SI 
00870.065). 

B. Procedures for a Disapproved PASS 
If it is determined the PASS is not acceptable, the 

PASS should be reviewed to see if modifications 
would make it acceptable. If modifications would 
make the plan acceptable and the individual agrees 
to the modifications, prepare the PASS and proceed 
as in A. above. For assistance in modifying the plan. 
contact VR or any other appropriate source by tele­
phone and document the conversation on a Report 
of Contact. 

When it is determined a PASS cannot be ap­
proved, process the claim without the PASS exclu-
sion and send a manually prepared notice to the 
individual explaining the reason for the plan's dis-
approval. In situations where the PASS exclusion 
affects eligibility, notify the DDS of the disapproval 
so medical development can be halted. 
00870.065 Documenta t ion 

PASS has been fully adjudicated and input to the 
system, take the following steps to document the 
case. Using the original PASS and determination 
(SSA-553) and four copies: 

A. Forward a copy of the PASS and the written 
determination (SSA-553) of approval or disap­
proval to the claimant (advise the claimant if a 
copy will also be sent to VR or any other 
agency); 

B. If VR or another agency or group was involved 
in development of the plan, forward one copy 
of the PASS and written determination of ap­
proval or disapproval to the appropriate 
agency; 

C. Forward one copy of the PASS and written de­
termination of approval or disapproval to 
your regional office/Assistance Programs 
Branch for their review; 

D. Place one copy of the PASS, written determi­
nation, and other pertinent documentation in 
the claims folder or redetermination folder; 

E. Maintain the original PASS, written determi­
nation, and other pertinent documentation in 
the DO file for reference. 

C O N T I N U A T I O N O F E X C L U S I O N 

00820.070 C h a n g e s in an Approved PASS 

Advise the recipient that he or she is responsible 
for reporting any changes in circumstances which 
would require changes in the approved PASS. If the 
individual reports a change in income/resources, 
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the plan should be reviewed and any necessary ad­
justments made. These changes may require amend­
ments to the individual's plan or development of a 
new plan. In all cases where a PASS is amended or 
replaced by another plan, the amended or new plan 
(SI 00870.040.B.5) must be reviewed in the DO 
utilizing the evaluation criteria in SI 00870.040. 

If the information pertaining to changes in an ap­
proved PASS or a new plan comes from a VR or VA 
agency, follow SI 00870.050.A. If the information 
comes from the individual or someone other than a 
VR or VA agency, follow SI 00870.050.B. 

Substantive changes in an individual's PASS re­
quire written determination of approval or disap­
proval. If the changes involve a minor amendment 
to the plan. (i.e.. does not affect eligibility. SSI pay­
ment amount, or duration), make a brief reference 
to the affected part of the individual's PASS on a 
Report of Contact and associate the RC with the 
Client's DO PASS file. If the changes in the plan in­
volve major revisions or a new plan, follow the pro­
cedures in CM 4S23 for special determination based 
on the criteria in SI 00870.040. 
A. Changed PASS Approved 

If the revised or new PASS is approved, funds 
conserved under the old plan may become part of 
the revised or new plan. Any change in the amount 
of income/resources to be excluded under the PASS 
results in a redetermination effective with the month 
the PASS is amended or replaced. Process the rede­
termination in accordance with SI 02305.005 ff. 

The duration of the revised PASS may change. 
However, the plan's duration must still coincide 
with the maximum duration guidelines of SI 
00870.040.B.5. If a new plan is established, i.e.. hav­
ing no relation to the previous PASS, a new period is 
established. 

B. Changed PASS Disapproved 
If the revised or new PASS is disapproved, a rede­

termination is necessary effective with the month in 
which the individual is no longer performing in ac-
cordance with an approved plan (SI 00870.040.B.7). 
Process a redetermination in accordance with SI 
02305.050 ff. 

Even when the changed PASS is disapproved, the 
individual may continue to exclude income/re­
sources under his or her old plan, provided he or she 
actually continues to perform in accordance with 
the provisions of the former plan and it continues to 
be an approved PASS per SI 00870.040 (i.e.. the du­
ration of the PASS is still in effect). 

00870.075 Approved PASS Not Followed 

If, during the period that an individual has in­
come/resources excluded under a PASS, he or she 
does not perform in accordance with the provisions 
of that plan for a period of more than 3 months (i.e.. 
rails to save or disburse for items listed in the plan or 

fails to attend training contained in the PASS), the 
plan will be considered abandoned as of the time 
when performance ceased. However, if an individu­
al notifies the DO that he or she is discontinuing 
participation in a PASS, it is not necessary to wait 
the 3 months. In either case, income excluded in ac­
cordance with a PASS will become countable the 
month following the month the PASS was aban­
doned. while resources excluded in accordance with 
a PASS will become countable with the quarter fol­
lowing the quarter the PASS was abandoned. 

In all such cases, process a redetermination in ac­
cordance with SI 02305.050 ff. 

00870.080 Fulfillment of a PASS 

Fulfillment of a PASS occurs when: 
A. The individual has completed all steps of the 

PASS (i.e.. he or she has finished school/ 
purchased the necessary equipment to start his 
or her business): or 

B. The individual becomes self-supporting dur­
ing the pursuit of the occupational objectives: 
or 

C. The duration period allowed by the DO ends 
(e.g.. 18, 36, or 48 months). When a PASS is 
fulfilled, process a redetermination in accord­
ance with SI 02305.050 ff. 

00870.090 Suggested DO PASS 
Information Summary Sheet 
and Information Exchange 
Form Formats 

A checklist of critical elements could expedite col­
lection of information for preparation of a plan. An 
example of such a checklist is provided in SI 
00870.100, exhibit 1(a). Two additional exhibits il-
ustrating PASS determinations are provided but no 

specific dates are used to maintain current exhibits 
(SI 00870.100. Exhibits 1(b). 1(c)). 

Since SSA frequently requests assistance from 
VR. VA. and other service agencies in development 
of information relevant to evaluation of a proposed 
PASS, it expedites matters to establish a general in­
formation exchange format workable for the DO 
and the local staffs. The request forms should be 
fairly inclusive to avoid recontact as much as possi­
ble. Forms of this purpose should be developed lo­
cally to accommodate local procedures. It should be 
determined whether the VR or VA agency inquiries 
and the other agency inquiries require different pro­

cedures. Examples of possible formats are provided 
in Exhibits 2 and 3 of SI 00870.100. 

In either case, control the individual's file for 
follow-up 15 days after the request is released to the 
agency. 
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00870.100 Exhibits of DO PASS 
Information Summary Sheet 
and Information Exchange 
Form 

Formats 
Exhibit 1(a). Checklist for Plans for Achieving Self-

Support 

Exhibit 1(b). PASS Determination (Approval) 
Exhibit 1(c). PASS Determination (Disapproval) 
Exhibit 2. SSA DO Information Exchange Form 

(VR Client) 
Exhibit 3. SSA DO Information Exchange Form 

(Non VR Client) 
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Exhibit 1(a)-Checklist for Plans for Achieving Self-Support 

Name__ SSN 

1. Objective of Plan: 

(Explain in detail the ultimate occupational objective of the plan. Be specific, listing the actual objectives; 
e.g., training as a barber, with income expended for training and money saved to buy into or set up a shop; 
automobile mechanic, with current income spent for training and saved for future purchase of tools; school 
teacher with planned disbursements while obtaining the required training. List the steps necessary to achieve 
the occupational objective.) 

2. Date the objective of the plan will be achieved: 
(There must be a specific date for achievement; e.g., the date the training will be completed for the equip­
ment will be purchased.) 

3. Total amounts (money and property) necessary to achieve the objective of the plans. 

4. In what manner is the individual working toward the objective of his plan? 

5. (a) The amount of present savings (if any) set aside for the objective of the plan: 

(b) Bank (or other institution) Name:____________________ 

(c) Aocount Number_________________________________ 

(d) Monthly income being saved for objective: 

6. Disbursements made toward the fulfillment of plan: 
(a) Amount(s) Date(s) 

Items purchased or Expenses paid 

(b.) Planned disbursement(s) for fulfillment of plan. 

(1) Amouni(s) Item(s) to be purchased Date(s) or 

(2) Amount(s)____________ expenses to be paid Date(s)_________________ 

7. Does the plan for achieving self-support appear feasible for the individual? 

Signature_____________________________________________________ Title.___________________ 

Date.___________________ 

» 
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Exhibit 1(b)—PASS Determination (Approval) G-00870.100 

Issue: Approval of Plan for Achieving Self-Support. 

Facts: 1. Mr. Sidel, a paraplegic, wants to establish a jewelry and 
watch repair shop. 

2. As written, the plan requires training in jewelry and watch 
repair. 

3. Mr. Sidel's level of education, high school graduate, and the 
sedentary nature of his proposed occupation support the 
feasibility of the occupational objective. 

4. the plan includes a 9 month training program and a 3 month 
period to locate and establish a shop. A diary is established 
for the 11th month of the plan. 

5. He will make three $400.00 payments for his classes. The 
first payment is due when classes start, the second after 
3 months, and the third after the 6th month. 'He will use 
current resources for the first payment and begin saving 
his title II benefits of $325.00 and an anticipated accident 
settlement for the tuition and a down payment on shop 
equipment. This down payment will be approximately $1200.00. 
Money should also be set aside for rent. It is anticipated 
monthly rental will run $500.00. 

6. Mr. Sidel will deposit the title II benefits and the 
settlement in a separate account, Number 99999-90, at the 
Bank of Witman. 

7. Mr. Sidel's classes begin next month. 

Determination: The criteria for establishment of a PASS are met. 

The PASS is approved. 

Authority: SI 00870.001-SI 00870.100 



Issue: Approval of a Plan for Achieving Self-Support. 

Facts: 1. Miss Chadwick, a secondary level teacher in special education, 
who is blind, requests development of a plan to obtain a 
master's degree in special education. The advance degree 
would increase her opportunities for administrative promotions. 

2. Miss Chadwick has some credits toward the degree. It would 
require 15 months for her to accomplish her goal. 

3. Since Miss Chadwick has achieved one degree, it is feasible 
she could attain another one. 

4. The funds for the education would come from her salary. The 
amount could be more quickly saved with the SSI income to meet 
daily needs. 

5. Miss Chadwick currently maintains a separate education 
account containing $300.00, at the Liberty Savings Bank 
(account number 000-0000). 

Determination: this proposal does not meet the criteria to establish a plan 
for achieving self support. Miss Chadwick is currently self-supporting in 
her teaching position and is only seeking to improve her prospects for 
advancement. This is not an appropriate use of a PASS. 

Authority: SI 00870.001-SI 00870.100 

Exhibit 1(c).—PASS Determination (Disapproval) G-00870.100-2 
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Exhibit 2—SSA District Office Information Exchange Form (VR Client) 

Section 1-Completed by DO 

Date_______________________ 

TO: District Office of Vocational Rehabilitation (or Agency for the Blind) 

Address 

FROM: Claims Representative Telephone 

Zip Code 

Extension 

SSA District Office 

Address 

Individual's Name Last 

Address No. and Street 

First 

City 

Social Security No. 

Individual is also a title II (DIB, DAC, DWB) claimant, Allowed 

State 

Denied 

Zip Code 

Birthdate Sex 

Zip Code Nearest Phone 

Decision Pending 

Individual advises us he (she) is receiving VR services and that he (she) has income and/or resources 
which should be excluded in determining eligibility for and/or amount of SSI payment because the 
income and/or resources are necessary for the fulfillment of a plan for achieving self-support. 
Please send us the following information about the individual's plan for achieving self-support. 
(Use separate sheet if necessary.) 

Section 11—Completed by VR (or Agency for the Blind) 

1. Objective of plan: Explain, in detail, the ultimate objective of the plan. It should be specific, listing the ac­
tual goal (e.g., training as a barber with income expending for training and money saved to buy into or set up 
a shop; automobile mechanic, with current income spent for training and/or saved for future purchase of 
tools; school teacher with planned disbursements while obtaining the required training.) List the steps neces­
sary to achieve this goal. 

2. When will the objective of this plan be achieved? 

(There must be a specific date for achievement, i.e., month and year) 

3. How is the individual working toward the objective of the plan? 

4. (a) Money needed to achieve the occupational objective: 
(b) Property needed to achieve objective: 

Item Amount of Value 
1 . _ _ _ . 

S. Steps toward fulfillment of objective: 

(a) Present savings set aside for the objective of the plan? _ _ _ _ _ _ _ 
(b) Amount being saved monthly? _ 

TN 1 6-82 INCOME SI 00870.100 (Cont.) 
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Exhibit 2 (Continued) 

(c) Disbursements made toward fulfillment of the plan: 

Item(s) purchased: Amount(s):_____________Date(s)______________ 

Expense(s) paid Amount(s) paid_______________Date(s)______________ 

(d) Planned future disbursements for fulfillment of plan: 
Item(s) to be purchased: Amount(s):______________Date(s)_____________ 

Expense(s) to be paid Amount(s) paid______________Date(s)______________ 

Signature _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ 

Title 

Date 



TN 1 6-82 INCOME SI00870.100 (Cont.) 

Exhibit 3--SSA District office Information Exchange Form (Non VR Client 

Section 1.—Applicant/Beneficiary Identification 

1. Name: 
SSN: 
Address: 

Telephone: , 
Birthdate: 

2. Title II Status 
Allowed: Denied: Pending: 
Claim No.: 
Wage Earner (If Not Beneficiary) 

3. Description of Disability/Limitations: 
_______________________________________________________________________________________ 
_______________________________________________________________________________________ 
_______________________________________________________________________________________ 

Section II—Self Support Plan 

1. Occupational Objective: . 

2. Describe the Plan to Achieve the Occupational Objective: 
_________________________________________________________________________________________ 
_________________________________________________________________________________________ 
_________________________________________________________________________________________ 
3. Beginning Date of Plan: Completion Date: 

Month/Year Month/Year 

Extension of Plan Anticipated: Yes: No: 
If yes, Total Length of Plan: 

(Months) 



Exhibit 3 (Continued) 

4. Monthly Expenditures Necessary to Fulfill the Plan. (Specify Type and Amount of Expenses):. 
__________________________________________________________________________________________ 
__________________________________________________________________________________________ 
__________________________________________________________________________________________ 

A. VR Participation: Yes: No: 
Amount: 
Description of Services Provided: 
______________________________________________________________________________________ 
______________________________________________________________________________________ 
______________________________________________________________________________________ 

B. Other Income Utilized in Plan (Type and Amount): 
________________________________________________________________________________________ 
________________________________________________________________________________________ 
________________________________________________________________________________________ 

C. Does The Individual Have Income Not Utilized in the Plan? 
Yes: No: If Yes, List Type and Amount: 
_______________________________________________________________________________________ 
_______________________________________________________________________________________ 
_______________________________________________________________________________________ 

5. Is There a Savings Coal: Yes: No: 

A. What Is the Purpose of Savings: 
________________________________________________________________________________________ 
________________________________________________________________________________________ 

B. Total Amount to Be Saved: 

C. Monthly Amount to be Saved: 

D. Where is the Money Being Saved: 
Name of Institution: __ __ 
Account No.: 
Are these Savings co-mingled with other funds? Yes: No: 
(In order for savings to be excluded they must be kept in a separate account from any other funds). 

E. Expenditures Toward the Savings Goal to Date: Amount(s): Date(s): 
Items Purchased to Fulfill Plan: 
______________________________________________________________________________________ 
______________________________________________________________________________________ 
______________________________________________________________________________________ 

____________________ __________________ _____________________ ____________________ 
Signature Title Telephone Date 

_____________________ 
Agency 

. U.S. GOVERNMENT PRINTING OFFICE 1982-361 186/586 
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APPENDIX SIX 

A Short Bibliography of Self-Advocacy Manuals and A r t i c l e s 

(Anyone who is i n t e r e s t e d in obta in ing copies of the items l i s t e d or a more 
complete bibl iography should contact People F i r s t , 2131 Capitol Avenue, 
Su i t e 100, Sacramento, Ca l i fo rn ia , 95816). 

The Self-Advocacy Workbook, by Nancy E.S. Gardner, a product of Technical 
Ass is tance for Self-Advocacy P ro jec t , UAF-Universi ty of Kansas. 

Self-Advocacy Training Modules I & II. by Trish Brown for Sonoma County 

Ci t i zens Advocacy, I n c . , under a g ran t from the Federal Department of 
Health and Welfare in 1979. 

A Normalizat ion and Development Instrument (ANDI), by Ann G. Flynn and 
Sandra K. Weiss, and An ANDI Workbook for Looking at Places People 
Live and Work, by William T. Allen and Nancy E. Gardner. 

Workshop Manual, Program Analysis of Service Systems (PASS), by Responsive 
Systems Assoc ia tes , Decatur, Georgia. (Be careful — t h i s i s n ' t t he 
same "PASS" as what t h e Socia l Secur i ty Administrat ion c a l l s i t s 
"Plan for Achieving Self-Support" which is in Appendix Four.) 

Way To Go, S t a t e of Ca l i fo rn i a , Departments of Health and Rehab i l i t a t ion , 
1978. 

S e l f - A d v o c a c y , P r o t e c t i o n a n d A d v o c a c y A g e n c y , H o n o l u l u , H a w a i i . 

Assertiveness, People First of Washington, Tacoma, Washington. 



APPENDIX 7: A LIST OF REPORTS OF THE 
STATE COUNCIL ON DEVELOPMENTAL DISABILITIES WHICH 

RELATE TO RECOMMENDATIONS IN THIS REPORT 

Recommendations About State Hospital System 

• California Developmental Disabilities State Plan, 1984-86, Parts 
II and IV. 

Recommendations About Community-Based Programs and Services 

• California Developmental Disabilities State Plan, 1984-86, Parts 
II and IV 

• Report on Quality Assurance in the Delivery of Services to 
Persons with Developmental Disabilities, 1984 

• Monitoring the Quality of Life Experienced in Living Arrange­
ments: A guide to Citizen Participation, 1981 

• Action Plan for Eliminating Barriers and Obstacles to Develop­
ing and Sustaining Residential and Support Services, 1981 

• Community: A Way to Self-Reliance, 1981 
• Personalized Living: Homes for Californians with Special De­

velopmental Needs, 1979 

Recommendations About Services to Families of Persons with Developmental 
Disabilities 

• California Developmental Disabilities State Plan, 1984-86, Parts 
II and IV 

• Respite Services for Californians with Special Developmental 
Needs, 1982 

• How to Start a Respite Program, 1982 (No. 1 of 3) 
• Updating Your Respite Service, 1982 (No. 2 of 3) 
• Parents' Guide to Effective Use of Respite Services, 1982 (No. 

3 of 3) 
• Proceedings: Conference to Plan for Respite Services in California 

Recommendations About Vocational Assessment, Jobs, and Training 

• California Developmental Disabilities State Plan, 1984-86, Parts 
II and IV 

• Report on Wage Requirements and Performance Expectations of 
Sheltered Workshops Serving Adults with Developmental Disabilities, 
1984 

• Report on Alternative Reimbursement Mechanisms for Day Programs 
Serving Persons with Developmental Disabilities, 1983 

Recommendations About Organizing and Training Consumers for Self-Advocacy 

• California Developmental Disabilities State Plan, 1984-86, Part 
IV 


