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INTRODUCTION

{200 —

BACKGROUND OF TH'S REPCRT

People First of California is a statewide organization of adults with

mental retardation who advocate for their own rights both as citizens and
as persons with developmental disabilities, and who advocate for the

rights of all other developmentally disabled people as well.

There are more than fifteen (15) People First chapters in California,
with more than 500 members. People First has strong working relation-

ships as well with a great many non-disabled friends and relatives.

Members of People First live in every imaginable kind of place in which
people with mental retardation are found. They live in state hospitals
and in community-based residential facilities, both large and small.
Many live in homes of their own, with family, with roommates, or entirely

on their own.

The primary objectives of People First are:

1. To assure the availability of services, training, and support needed
by persons with developmental disabilities to maintain and increase
their capabilities for independent and normal lives, and

2. to demonstrate to thecommunity at large that persona with develop-
mental disabilities are PEORLE FIRST and only secondarily handi-
capped members of society.



In 1983, People First contracted with the California State Council on
Developmental Disabilities to provide the Council with an assessment of
unmet needs of persons with developmental disabilities. In the process
of performing the needs assessment, People First was also to suggest good
ways (a methodology) for getting the maximum direct input from disabled

people themselves about what they see as things and services they need.

The contract also asked People First to design a model for helping people
with developmental disabilities learn how to organize their own self-
advocacy groups and learn how to become personal self-advocates and also

|leaders of others.

Finally, the contract asked People First to look at the things it learned
and the ways it figured out how to involve developmentally disabled
people in getting more active in making decisions about their own lives,

and put these findings and ideas in the form of recommendations to the

public and private agencies and policy-making bodies that have most of

the control over how the developmental disabilities service system works.

Some major changes happened in the lives of the People First members who
were expected to work on the contract when it was first drawn up.

Because of those changes, the Capitol Chapter of People First, which



is located in Sacramento, agreed to take on the basic work of meeting the
contract obligations. The State Council on Developmental Disabilities
was very cooperative in extending the time in which to complete the
contract and in making other accommodations which helped the special

contract "task force" formed by the Capitol Chapter do the job.

A unique thing about this report, and about the way the whole contract
was done, is that it truly represents the work of consumers of services
of the developmental disabilities service system, and not the work of
"professionals”. Only one professional was involved in the entire
contract project. A non-disabled person with experience in organizing
and writing reports - but with virtually no experience in issues relating
to the developmental disabilities service system - was hired to put the
final report on paper. Because of the manner in which the information
for the report was gathered, it was possible for the writer to confine
his efforts to the kind of work that a combination reporter/editor would
do. He did not intrude himself into the information-gathering process
except to ask clarifying questions and occasionally to help a task force

member to find the words to articulate an idea.

Thewriter did assistsodidthetwonon-disabledadvisorstothetask

force, with the logistics of moving the task force through the 1500 or so
miles it travelled during the twelve days of field trips it made throughout
thestate.Healsovisited.aloneonefacilitywhenspecial opportunity

came up.



Inall, the task force or sub-groups of it visited about fifteen highly
varied living and worki ng pl aces from Sacranento to Los Angel es. About
150 prinary and secondary consuners (see definitions), and dozens of
service providers and other staff of the places visited, were inter-
viewed with varying degrees of formality. Pl aces visited included state
hospitals, large and small community residential facilities, independent
living training centers, vocational training facilities, and sone unusual
prograns designed for getting very difficult "cases" out of state hos-
pitals or for reducing or elimnating the need for taking severely

di sabl ed peopl e out of their own hones and away fromtheir famlies.

It needs to be nade clear that the task force interviewed only peopl e
who are labelled "nentally retarded” or their famlies, or people who
provide services to the "nentally retarded’. To be sure, that |abel
covers a very large range of what the devel opnental disabilities system
refers to as "levels of functioning". Mny of the people that the task
force net realistically cannot be considered candi dates for independent
living given the existing service systemor the existing hel ping tech-
nol ogies. Qhers, however, clearly can naster the retardi ng bi ol ogi cal
inpairnents that led to their being labelled inthe first place. Sone
have in fact already nmastered the biol ogi cal problens and need only to

free thensel ves fromthe retardi ng environnent - a phenonenon t o which

this report will refer again and agai n.



The group of people who have or can outgrow either or both kinds of re-
tardation - physical and environmental - may in manty ways be viewed as
proxies for people with developmental disabilities that are not con-
sidered as having impaired intellectual functions. In fact, at one state
hospital, the task force observed a novel program for hospital residents
who have severe hearing impairments. That experience raised a serious
guestion as to whether the labelling of some of those residents as
"mentallv retarded" related at all to an intellectual disability, or
>rtvetfcar what was being diagnosed” was the reaction t6 tfii 1tLQ&¢t liltf
frustration of being trapped within oneself in a world where other people

can communicate freely.

To the extent that this report addresses issues of the retarding environment

and suggests ways to overcome it, the audience can be considered to
include all persons with developmental disabilities whose "right to be
abroad in the land" is impaired essentially by deficiencies outside

themselves.

DEFINITIONS

The tern devel opmental disability is defined both in state and federal

law. A formal definition is included in Appendix | of this report. For
practical purposes, it will be used to refer to a physical inpairment
such as nental retardation, autism epilepsy, cerebral palsy and rel ated
di sorders, to the extent that these inmpairnments interfere with the way
peopl e who have them function in society. A person wth devel oprment al
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disabilities is eligible for certain kinds of public services from the
developmental disabilities service system - which includes many, many

agencies besides the State Department of Developmental Services and the
regional centers - if the qualifying disability happened to the person

before the age of 18.

There are many other words that are not a part of everyday speech, or
that have been given meanings somewhat or even a great deal different
from their everyday meanings, that are used with great frequency by
people who are concerned about developmentally disabled persons and the
services provided to them. Most of this report is concerned about the
living realities of what those special words are supposed to describe.
The task force knows very well, however, that these words don't mean the
same thing to everyone who uses them. Some of the words - or the use of
them - are very controversial. But as long as it is possible to come
close to a reasonable and practical agreement on what they mean, it makes

communication in a report like this much easier.

The task force decided it wouldn't be helpful to do dictionary-type
definitions. Besides what is discussed in this section, wherever it is
appropriate throughout the text, an effort will be made, when the special
words need to be used, to continue trying to clarify and illustrate their

meaning. The task force hopes that by the time people finish studying

even if some of the  controversial words dtill make some people uncomfortable.



Consumer

The developmental disabilities system calls people with developmental
disabilities who receive services from the system "primary consumers".
People who become involved with the system because of the service needs
of somebody close to them, such as a son or daughter, or a person for
whom they have assumed legal responsibility, are called "secondary con-

sumers".

This report uses the term consumer because it is a convenient shorthand
for "person who receive services from the developmental disabilities
service system". However, some members of the task force express personal

discomfort with the use of the word.

Legend has it that there is a group of people with developmental dis-
abilities somewhere in the eastern part of the United States that refuses

to acknowledge the word consumer. Its members call themselves "system

survivors" .

Some people just can't see themselves as consumers in the sense that a
person is who goes into a store to buy a television set. These people

say that if that's what is supposed to be meant, then people with develop-
mental disabilities would be able to pick out the kinds of services they
want or need or think they would benefit from. Mostly, these critics

say, the reality is that people with developmental disabilities are dealt
with as if they are things that are worth money. In the television
analogy, they view the disabled person not as the consumer of a television

set, but as a broken television that has been taken to the repair shop.



The repair person doesn't ask the broken set what is wrong with it, or
how it wants to be fixed. Somebody else is the owner, and somebody else
pays the repair bill. The television is a thing to stay passive and be
worked on. It is valuable to the repair person because money will be

paid for the repair service provided.

"But the difficult thing was it seemed like wherever | tried to go,
people wanted me for the money instead of myself. They didn't want
me for my individuality, but because they knew they were going to be
paid to take care of me . . . And the last time | just got fed up and
when | found out about the independent living program | said 'I'm
going to learn those skills' ... At first | was skeptical because |
thought it would be the same way with them . . . but they didn't want
me just for the money and they did give me all the support they could
so | could move out on my own and really believe in myself that |
could make it .

"The last place | lived, when | came back from being away one time
they told me they wanted my stuff out . . . and basically they said
it was because they weren't being paid enough ... So ever since |
left home | had to worry about somebody being paid to take care of me
and that's still the way it is . ¢« .So that's why a job is so
important to me, because 1'd like to get into a situation where | can
say 'Wow, | did something for myself. The state didn't do something
for me they didn't make sure |I_ lived — |_made sure | lived.' "
Retarded; Mentally Retarded; Mental Retardation
The first person who used these words to describe people with certain
kinds of damage in their brains obviously understood the key concept
behind the reality — people who are labelled mentally retarded have
sustained some kind of physical injury that has slowed or impeded the
rate of growth of their physical, intellectual and/or emotional capa-

bilities.

Two things especially stand out in what the task force heard and observed

while looking at services for people labelled as mentally retarded:



1. Far too may of the people who provide services do not seem to dis-
tinguish between slow growth and no growth. Even where there is an
acknowledgement of growth potential in retarded people, it is all too
often accompanied by such low expectations that it isn't even believed

when it happens.

Task Force; How soon will you be moving to a place of your own?

Jack (spokesperson for the group of interviewees): Oh, in five
years.

Task Force; So long? You seem ready now.

Jack; Well, | was staffed when | asked about it, and they said
I'd be ready in five years . . . And they convinced me they were
right . . .1'm not ready.

2. At the entrance to one of the state hospitals the task force visited
there is a big sign that says in huge letters:
STATE HOSAITAL
and then in tiny letters underneath, as a sort of embarrassed after-

thought:

and developmental center

The Lanterman Act pushes the system into the "developmental model of
services", which is based on the expectation of. growth and therefore on
principles which promote growth. The system pushes right back, and

defends a stand-still model of no growth. The consequence is the other

delay the advance or progress of . . . ."



The task force has had to conclude, from what it ssw and heard, that mawy
people are better off for not getting services from institutionalizing
and devaluing parts of the system. We also saw clear evidence that
people who do get genuine developmental services do better than people
who get traditional services. When all other factors are the same,
including the type and degree of biological impairment, the evidence
seems very strong that the ones who become able to lead the most normal
lives are those who have been helped to the greatest extent outside of
the traditional service system. In short, the task force suggests a new
phrase to be used to sum up the nature and effect of what we have been
calling the traditional system of services for the mentally retarded. It
is discussed briefly below, and it is discussed in Chapter 2. In keeping
with the active meaning of the words being defined in this section, the
task force suggests a new phrase to be added to the special list: THE

RETARDING BENVIRONMENT.

The retarding environment is found in state hospitals, in sheltered
workshops, in segregated educational facilities, and often in integrated
special education programs. It is found, tragically, in almost every
type of program, and even more tragically, in the attitudes of so many of

the keepers of the system.

Over and over again, the task force heard how parents can get in the way

of the growth of their own children.

"My mom always made a difference between (my sister and me). She
always gave my sister her way, and | never got my way. ... | was
in special ed all my life and | didn't like it . . . People would
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call out 'You're in special ed — you're retarded’ and | didn't like
it - everybody made fun of me and made me feel | was different.

". . . just told my mon 'I'm not retarded!' and | came out of it
. My sister moved out and | thought about it all the time. And |
said 'Mom, I'm moving . " and my mom said 'Oh, wow!

"My adult school counselor said 'You can't go get a job' - and | just
went and did it. | told him 'l can do it even if you put me down' —
and | did it . .. At that school there's a lot of people who act
like they're retarded, and | said 'I'm not like that' and | grew out
of being retarded.”

Normalization; Cultural Valuation and Devaluation; Social Integration and

Segregation; Deinstitutionalization and Institutionalization

The group of words above refer to good and bad life experiences of people
with developmental disabilities, and represent ideas that are very
important to people who believe in what the Lanterman Act set out to
accomplish. Because these words all interrelate and interact meaning-
fully, they often are used to define each other. It is much easier and
more useful to talk about them together than to try to use dictionary

definitions.

The very first section of the Lanterman Act, Section 4500 of the Cali-

fornia Welfare and Institutions Code, says:

Services should be available to enable persons with develop-
mental disabilities to approximate the pattern of everyday living
available to nondisabled people of the same age."

Toward the end of the Act, Section 4830 says:

‘'normalization' means making available programs, methods and
titles which are culturally normative and patterns and conditions of
everyday life which are as close as possible to the norms and patterns
of the mainstream of society."

11



"Culturally normative titles" may seem a little confusing. The task
force believes it means "Don't call a man a 'boy' or a women a 'girl' or
a group of adults 'the kids'." There will be more to say about that

later in the report.

The idea, the concept behind normalization, whether or not the word is
the best choice that could have been made, goes far beyond the mere
definitions in the law. Primary consumers talking about their owmn lives
help provide some feeling for the goals and meanings intended by people

who believe in normalization:

.I'n the last year of high school, you know, they take you on a

trip ... So this teacher says 'l want to put your name down." But |
say 'l can't, my nmom won't let me go." ... So the teacher says 'Ask
anyway . . . there's nothing to lose." | went home and | explained

to my mon that | want to go to a trip, it's my last year and | want
to go to a trip with everybody, and they're all going together, and
my rmom just looked at me and said 'NO'. And | said 'Mother, this is
my last year and | want to go to a trip with everybody.” 'NO.
‘Could you give me a good reason?" 'No. You're gonna get lost and
all that, and | don't want to hear any more.’

" | want to go so bad I'm sick in bed — really sick. That
teacher cane all the way to the place where | lived to talk to my mmm
— everybody signed a card and they want me back, they want me to go
to the trip - and she came and talked to my mother . .. | was
really sick because | wanted to go SO BAD . . . and the teacher went
to the kitchen and | heard her say 'I'll be responsible.’

" | was so excited. My mom took me to town and bought me an
outfit to wear . . . My nom and dad take me and wait till | get on
the bus and | said to myself 'The teacher is going to watch me just
like they do in Sunday school . . . she's going to be my shadow .

. . . What she did was, | get off the bus and she says 'You go along
with the others and have fun and enjoy." | didn't know what to do —
I just, WENT — | feel like a BIRD — the first time of independent
living, of freedom, and | LOVED IT. We went to the sand . . . and |
take my shoes off and | RUN. | mean | run in the sand, in the water
— | didn't want to come home."

12



Years later, this same person went to live on her own, and joined People

First:

. .My mom says 'Who's more important, these new friends of yours
or me? And | say 'Mother, | love you but they're important .
because it's time for me to be able to help some people . . . be-
cause somebody helped me — people who touched my life and helped me
to grow

". . .1 was wasting my life being bitter ... | remember the first
time | go into town and somebody says my slip is showing and | cried
-- | was that sensitive, you know? Now~v somebody can say it and | can
say 'Pretty slip, huh? and go on from there — it doesn't bother me
. . And now | want to touch people and help them understand they

have rights. Some people don't think, don't know they have rights .

(Other people with developmental disabilities) are very precious
to me because once _|I thought | was the only imperfect human being in
the world, | really did."

Outside the intensive care medical ward at a state hospital:

" ... They told me that if | had been born ten years before | was
born I wouldn't have lived. There were a whole lot of years in my
life, when | was growing up at home, when | was in the state hos-
pital, when | was bounced around from residence to residence and it
seemed nobody wanted me, that | often wished | had died instead of
living the way | was. But now |'ve learned that there are people who
care for me because I'm me, and I've learned how to do things for

myself and live on my own, and | feel I'm somebody. . . And I'm
independent enough now that | want to be able to help other people,
so now I'm glad | lived."

Some people believe it is easier to understand the goals that underlie
laws such as the Lanterman Act if you try to see ways that people act or

are acted upon in terms of what a society or a culture values or devalues.

When a person with mental retardation is turned down for counseling for
emotional problems by a local mental health program because the intake
worker doesn't believe that you can have emotional problems if you're
retarded, that program or that worker is being allowed to devalue retarded

people.

13



To be a Boy Scout may be a culturally valued status for a twelve-year
old; to be made a Boy Scout at age 35 is a form of cultural devaluation,

because it designates a man as a child.

When people with mental retardation are taken to the movies or bowling in
large groups, even though they are participating in norma community
activities, they are being subjected to devalued treatment by being
exposed to the community in a way that makes ordinary citizens think that

developmentally disabled people "have to be herded around like that."”

The experience of being devalued goes hand in hand with being segregated
from positive interaction with nondisabled people in ordinary social
settings, with being managed like a piece of property or a unit of live-

stock — in short, being institutionalized.

The following dialogue took place at a residential facility between Mr.
X, who is about 40 years old, and various members of the task force,

including a secondary consumer:

Mr. X; At this home the employees are in charge of you and they've
got to know where you are at all times ... so you sign out when you
go anywhere, even for a walk . . . . The staff keeps your (per-
sonal and incidental Supplemental Security Income) money for you to
keep it safe

Task Force: Suppose, when you sign out, you ask for $5 of your money
to go to the movies. Is there anybody that says NO?

Mr. X; Yes, if you did something wrong . . . Suppose | hit another

kid . . . they can put punishment on me — they can say you can't go
downtown for a month.

14



Task Force: People who are developmentally disabled have tradi-
tionally been seen as unable to think for themselves and speak for
themselves. And so parents, or teachers, or counselors, or the
government have made decisions for you. They've made the decisions
and said "That is the way your life will be. If you live in a resi-
dential facility, you will go to a day program every day" ... or
maybe "You will go to church every Sunday" or "You will go to bed at
9 o'clock every night and you will get up at 7 o'clock every morning"
— maybe you get a key to your room and maybe you don't — all these
kinds of rules that most citizens of the United States do not get put
on them . . . especially after they reach the age of 18.
The task force encountered many examples of punishment — most frequently
confinement of one sort or another. It did not, however, encounter a
single person with developmental disabilities who was aware that the kind
of punishment might be unconstitutional or that even if it might be
permissible under the law to impose some kinds of restrictions on people,
the Lanterman Act is very clear that any abridgement of rights of a
person with developmental disabilities must be documented and justi-
fied and reported to the Director of the Department of Developmental

Services (Welfare and Institutions Code Section 4504).

Developmentally disabled people can break out of a devalued, institu-
tionalizing, non-normalizing, segregated, retarding environment. But why

should they be trapped that way in the first place?

Manager of an on-the-job training program; " ... You don't throw
people who have limited social experience together with other people
who have limited social experience and expect them to "act right".
They won't know how . . . | heard of aprogram . . .thatworkswitha

a university with students that need the money, and it says:
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'We'll pay your room rent (which is a couple of hundred dollars a
month) and you will be a roommate to a person (with developmental
disabilities). These are the requirements — you must make sure you
participate together in two social activities a week, and that you
have dinner together at least three times a week' and that sort of
thing . . < And they have the college kids lined up to sign on . .
And so they learn how to act when girls are around, and when this or
that happens . . . and the student is having experiences just as
valuable as the disabled person is . . . Now isn't that better than
Now this sheltered workshop is going to have a class in socialization
everybody meet in room seven for socialization class e

Independence
Independence is a word that probably brings up more positive and hopeful
feelings to people with developmental disabilities than any other word —

except perhaps the words "you're hired".

In a civilization like the one we all live in, nobody is independent in
the sense of not needing the good will and services of other people. The
idea of independence in the context of developmental disabilities revolves
around how much control a person has over the things that go on in his ox
her life. To repeat a very powerful statement made by a person with

severe physical handicaps:

". . . 1I'dlike to get into a situation where | can say: ‘Wow, | did
something for myself. The state didn't do something for me;, they
didn't make sure | lived. | made sure | lived." "

Depending on the life situation they're in, primary consumers frequently

see independence as bits of knowledge and activity that nondisabled

adults rarely even think about:
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Independence means | can turn on my stereo and just listen to it
anytime.

Independence means to know you have to pay your bills.
Independence means to be able to go somewhere and make new friends.

Independence means to know how to take the right bus where you want
to go.

Independence means a room all to yourself.

Independence means a regular job at regular pay.

Independence means | don't have to ask my conservator if | can visit

my brother and his family for Christinas - and get told NO.
Disabled members of the task force have drawn great strength from each
other - that is one of the reasons for organizations like People First.
But part of that strength comes from knowing that the relationships are
freely entered and can be freely ended. As much as task force members
need each other, they know that about the last thing any of them needs is

to be with the others all the time.

Most adults have a relatively large degree of choice of people with whom
they want to associate - at least avay from work or school. They have a
relatively free choice of what to eat and when, what recreational activities
to engage in, if any, and when. They go to bed when they want to. When
these common matters of choice are curtailed by institutionalization,

people can lose or appear to lose the ability to function independently

when opportunities do present themselves.
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People who operate independent living training programs are quick to say
that the need is as much to help people recover from the effects of
having been kept psychologically dependent as it is to teach them the
practical skills of living on their own.
Task Force; Do you have a resident council to work on getting
changes in the rules you don't like?
Group Leader; We did it once, but nobody came. The administrator
says "If the residents don't like certain rules . . . why don't you
get a committee started?" . . ¢ and nobody came.

Task Force; Why?

Group Leader; They're afraid the staff will come down and punish

them . .. A staff member came to that meeting and they all just
stared . . . and the staff person got tired of it. Then they all go
outside and bitch — 24 hours a day. So what can you do with people

who won't do anything for themselves?
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PART ONE:

UNMET NEEDS ASSESSMENT
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CHAPTER1:
| NTRODUCTI ON AND METHODOL OGY
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CHAPTER 1:
INTRODUCTION AND METHODOLOGY

When People First made the agreement to do this report, it accepted the
responsibility for doing an assessment of the unmet needs of service
consumers in the developmental disabilities service system. At the same
time this needs assessment was being done, People First would also work

out what it believed to be the best ways (methodology) of getting consumers

to participate as fully as possible in the process of identifying their

unmet service needs.

At the beginning the task force looked at formal questionnaires and
thought about developing its own. However, the conclusion was quickly
reached that this could not be a "scientific" study in the sense of
gathering large amounts of data in a standards format and then doing
statistical analyses of that data. The task force simply didn't have
enough time, money or expertise to do that. It was decided that meeting
with groups of consumers and working out ways of getting them to talk

freely and informally was the only possibility for answering both needs

assessment requi rements.

The method of collecting the information was to audio-tape the meetings.
The task force collected about 60 or 70 hours of such tapes. Because of
collecting data this way, much of this report can be written by letting

people speak for themselves through transcriptions from the tapes.
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[EDITOR'S NOTE: Every effort has been made to suppress the identity of
the people who are quoted, where their clearance was not expressly given.
Editing of the transcripts has included some paraphrasing where necessary
for clarity, but the truly dramatic statements have been left in the
words of the people who said them. Possible identifying characteristics
of people or places have been randomly altered to enhance confidentiality.

No fabrications have been intruded.]

The methods to get responses on unmet needs from the consumers had some
expected results, and some surprising ones. When specific areas of
service needs were brought up, such as residential situations, vocational
training, transportation, health care, education, etc., most of the
responses fit into the same kind of "laundry list" that unmet needs
assessors in the developmental disabilities system encounter over and

over again. A condensed list of these concerns is included in the

appendix.

However, in general discussion, when people didn't feel on the spot to
answer direct questions, a great deal of information came out that bears

more fundamentally on how the system operates. Those conversations, as

distinguished from the more formal interrogations, when reviewed later in
the context of the entire information-gathering process, led to a decision
to examine some of the broad, more serious issues in the main text in a

way that may be most productive, if non-traditional.
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M ethodol ogy

The best response the task force can make to the requirement to develop a
methodology for getting consumer input to a needs assessment is to
describe what the task force itself did, and some ideas about why things

turned out as they did.

1. The task force, insofar as possible, went to where the people who
were to be interviewed were. |If that was not possible, the most
informal, homelike, neutral settings was arranged. The people who
were being interviewed, therefore, didn't have to deal with the
distraction of strange or threatening surroundings.

2. The task force always went through an initial phase of telling the
people why it was there, explaining briefly about the contract with
the Council, and explaining what is meant by "unmet service needs".
Each task force