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St Louis is a difficu It city 'to work in becaijse it is conservative and

convent iona 1„ 11 takes a Iong t ime to get th ings done Inere .,- the state
of Missouri is a bit like that* What brought us together was a number
of issues.r main ly the transportation issue« In 197:,4 we put together a
very loose coalition task-force^, comprising of a number of different
disahi lity organisations/ like the Easter Seal Society..- Muscu lar
Dystrophy Group and the firthr itis Foundation a long *.u ith some advocacy
groups run by disabled people ~ that issue drew us together,* It was a
controversial issue., and we had a lot of opposition from the press —
opposition from private businesses and obviously,- opposition from the
transit companies.,, but final ly we st.uung the press over to our sid^r and
when they ca.me out w :i. th some ed itor ia 1s in support of our pos it ion .,-
then things star-ted going really well,, Other groups started joining
us.,, and we *.uent from strength to strength .r won our case t.uith the buses
e.nd g r e i.u»

We are still a loose group and St Louis is not a good example of what-
can be done* There Br-& a lot more other cities that have been much

more successful.,- like Chicago.,. Berkeley is because firstly it is a

smaller community that reaches out over the Bay flrea.r and they have
( peen around a long time* They have also been successful in attracting

people from all over the country« It is a kind of utopia»

•JIE« That is why I feel it is important to see other places 3.nd
centres..- because Berkeley is- the cream..- and is not representat ive of

•the rest of the country

It is mind boggling in that it is so large,, They claim to have a

staff of about 18@„ I mean that is large when you compare it with
other ILPs that operate with a staff of 15-28 people»

This country has a great many problems.,- and the disabled community is

i^Bry fragmented. fi good example of this is the fimerican Disabled

Freedom Rally going across the country right now. By the time it

r e ach e s W b:sh in g t o n it w i 11 h ave a 1m o s t b r o k e n d o w n.,- w h ic h is s ad« In

Hay we had another rally.,- one in Washington and one in Chicago- I

went to the one in Chicago and we had a. turnout of about 2000 which was

good.,- cons ider in^ i t was concentrat ing on Ch icago snd i ts surroundif'jg

ar-e a» In W ash in g t o n t h e y on 1y h ad 2 9 ® 6 and t h at w as s u p p o s e d t o c ove r

/' jthe rest of the country u.«hen you talk about rallies in Washington^
you ere talking about 50~~200.r000 people,, The farmers had a rally anol

had 100.,-000 people there and held up traffic for about a week.,- the Gay

Movement had about 50«000 at a rally there« Groups trying to get

something accomplished inn Washington really have to turn out a lot of

peop* le.*• and the disa.bled have not been aio Le to get that kind o*i*:

s u p p o r t.,- b u t it is v e r y 0! if f ic u 11 g e 11in g p e o p 1e t o g e t h e r o n c e r t a i n
issues and to go out into the streets and demonstrate» 1 think this

principle applies to the local level on a number of different issues,,

The IL movement has helped us more than anything else* Right now we

ara trying to put together a national coalition of ILPs.r which would

consist of 168 or 170 programmes in this country.,- and it would be the

v o ic e in W a^?h in g t o n,, W e ane Io o k in g at t h is c o a 1if io n b e in g p r iv ate 1y

funded., so it is not controlled at all by any federal money.,- and it-

would be a voice for all the ILP's as well as a communication device.,- so

that we could communicate u.*i th each other* Since about Nov 7$.,- do you

know the whole history of how we have been funded 1

-JE s I k n o w t h e f e d e r a I g o v e r n m e n t c ame in in 7 3 and h e 1p e d o u t 10

CILs

We are one of the original 10

JEs Who are the others

New Vork.,- Chicago.,- Maine.,- some were broken down into cities.,- in the
rural areas.r like in i'laine.,- they gave the money to the state.r and the
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state gave it out to two or three rural programmes.,- State of
Washington^ Massachusetts.r Kansas.,- N« Carolina.,- S« Carol ina.r Rhode
Island,,

JEu So all the others had to find their funding through other sources

Well.,- it is called Title 7., Title 7 funds come through the-' rehab a.ct.r
and the new one is about 5 years.,- at $200,,000 a year..- which is not a
whole lot of mon6'y.r but it gets you going* There are t».uo funding
cycles in each year.,- so in 79 they funded those.,- they approved them in
mid Septn arid u.»e got our money- at and of Sept« .,- it went: uery fa.st.,. we

were ready to do it.,- we hiad the staff .r and if u.*e did not have the

staff.,- we knew where to go to get staff,, R lot had trouble getting
ojoing so -i::{.»}e..,, ojjoj not get established till the following March,, But

then again in April of 80 and August of 80 they funded more and at that

point they had 125.,- they funded something like 85.,- then in 81 they

funded some more.,- they just had a review process in August.,- 70

app Iic at io n s t o f u n d 15» W h at t h e y are t r y in g t o d o is f u n d o n a in
each state.,- they have to do that.,- but it is not real good* What is

happening is that the second round of funding there is a breakdown in

. the u.«ho le IL movement in my opinion^ they funded a lot of programmes

politically.^ because states wanted some money.,- they funded a. lot of

programmes which are not phi losophical ly ILPs.r they ana being run by

non disabled people/ u.*ho are strong bureaucrats.r who really dorr't have

a g o o d u n d e r s t and i n g o f t h e I!.... c«:::«nc e p t,, I t h in k t h at c o u 1d b e v e r y

harmful to us if we are not very careful especially in the formation of

t h e n at io n a 1 c o a. 1it io n« In f act w e are s t art in g t o s e a a f ig h t

develop over the membership guidelines* Judy Hewmann and 1 -are

working on them.r I am the Chairperson of this group and -Judy is the

Vice Chairperson« The membership thing is going to be a real battle

because we have seen some people like Good Wi 1.1 are funded u.*ith Ohio

money

JE is Who are they

G o o d W i 11 In d u s t r ie s is a t r ad it i o n a 1 s h e 11e r e d u*o r k s h o p s * T h e y s e a

this IL money so what they do is they go out and hire a disabled per-son

here a.nd there and put 'together- a.n ILP.,- 'that is scarey for me.,- 'those

things worry us.,- u.«e are not sure what is going to happen,, If they get
( *) enough control/ then those of us who are staffed toy disabled people.,- we

are going to lose our controls so that fight is going to occur in our
f ir s t n at io n a 1 m e e t in g .«• p r o toato 1y ne x t s p r in g „ Eve r y too d y is g o in g t o

have to come up with their own money.r it is going to toe difficulty it
has taken us over a year and a half to put this thing together.,- .just
to the point where we have got some toye laws.,- we have, just mai led out
all the toye laws to everybody to review* But we feel the coalition is
extreme ly valuable

.JE ,1 So what do you p Ian to do between now and the spring

I think v.*e are in a strong position,, I guess what really scared me
iSj- there is Good Will Industries in St« Louis.r just a couple of blocks
from here.,- we were looking for another IL specialist to hire and there
was a woman who applied from Good Will and she was going to take the
job and she turned it down.,- because they offered her more than we could
offer .r and I am scaned to th ink that they m ight tr y to go for someth ing
in the IL movement.,- all they have to do is to stick it in their own
budget.r they are large enoughs with lots of money.,- to call her the IL
co"'"ord:i.nator or whatever^ so that ih,-order- to get federal money.,- all
they have to say is we have had a programme for a year* They actual. Ly
serve more physically disabled people than anybody else in the state.,-
but you have to look at the service they deliver and the? service we

deliver- What they do is they put people onto a kind of assembly line

s ituat io n.,- w o rks ho p .,• w h er e th ey ar-a fo 1d i ng c 1o th es and thos e k in d s o f
things.,- and then call it job development* The service we run is a
very 1ong datai 1ed process so you do not work w :i. th as many peop 1e,,
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For example if a. counsellor from voc rehab.,- one counsellor u.*ill carry
mayha 175 .«• 260 peop Ie onn a case 1eve 1.r but one of our IL specia 1ists
will canry maytoe 25 peop 1e„ Sothe numIoers is a to ig difference .r tout
the amount of time you put in with each individual is ^ar-y axpansi^a*
Tha meeting ::•••ou were supposed to go to is going to toe he 1d in Novemtoer ,-
and we are hoping to get a lot of these IL representatives there.r and
we can hold some kind of discussion about toye laws.,- where to hold the
spring meeting ,, «„ Right now we want to get people to respond to the
toye laius.,- back to the toye laws commit'tee.,- the Chairperson is in Chicago

J'E r, Do you find it difficult communication wise in the states

It is a little difficulty mainly toy telephone.r tout that even gets
costly- It is hard to get together,, -Judy travels a lot., I travel
some,- tout not as much as she does« Since she has to go across
country.,- sometimes we try to arrange our meetings around Judy and those
California people.,- so they can stop off.r try to work it out that way*
We had a meeting in March here in St Louis.,- the ten original
programmes.,- along with -Judy Hewmann and Lex Freeman from Houston,- and
it has taken us that long to get the toye lau.«s out and it is only

> because you are trying to carry on running the operation as well as

trying to get the toye laws out.r as well as trying to deal with

conference calls.,- work out things that way.,- it just takes a long time

•JE» f'ma Reagarr's cuts going to affect the budget you receive

No« Not this time,, Reagan*'*s plan was to put everything into block

'-H'"*ants.r the money then goes to the sta.te.r thev have got to put toge'ther

a s o c ia 1 s a r v ic e to 1o c k g r ant and t h e y are g o in g t o 1o to u s in t o it,,

That means our money will toe lumped into this pile of other money.,- and

25"« of it u.*i 11 be taken away and sanK^a rehab adoption a.gencies.,- chi Id

abuse centres« Disatoility programmes wi11 be out there competing

aga i n s t o t h e r p r o g r amm e s,,

It is ridiculous- fl fight really took place in Congress.,- I think the

senator who led the fight u.*as Senator Noel Lanker.,- from Mass« He has

a disabled son.r Downs Syndrome,- and he was mainly fighting for the

Developmental Disatoi lities flct.r to keep that funded.r tout he was also

fighting for other categorical programmes,- those programmes that are

act u a 11y adm in i s t e r e d and f u n d a d f r o m s p e c if ic aga n c ie s at f e d a r a. 1
/ \ level and IL was under rehato,, So.,- through Leiker.,- through Senator Tom

Ha':iars.r Missouri.,- and some others we saved the programme« IL is a
small toudget.,- it is $181*1 for 82, it only goes to *19«5M in 83 and 34,-
so if has been saved at the momenta Now the money has- been allocated

..j-'qj.... -{."toose years to 34 „ Mow Ronald Reagan has just said tha.t he is
going .to come back and push again for block grants and he will probably
do that right after the State of the Union address .r which he gives i\-i
Januany a^ary year,, this glorious speech.,- tells you what he is going to
do« So we have to prepare right now,, I suppose 83 and 84 it will

get rougher than 82.,- because what he has done is he has promised all
kind of stuff to defence,- but he has also promised all his citizens

that he is going to give us all these tax cuts., he has got this huge

gap that he has got to fill,- and he is going to go at social service
pr o g ramme s.,- e d u c at io n .r u n iv e r s it ie s ana r e a 11y « « * s o w e d o n •" t !•••: n o w

w h at is g o in g t o h app e n

JE« fir-a you able to function on the money you receive at the moment,-

or do you need other sources-

It covers maybe 45"« of our works Our budget is almost $8«5M

•JE s So where do you find the rest

I spend maytoe ?©"•« of my t ime f undrai s in>^„ We f ind it through pr- i vate
sources,- we have got another f edera I grant,- through the commun ity

services admin,- to serve the urban disabled poor and those in

institutions* We are now trying to get another federal grant in this
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county.r there is a difference between the city and the county,- so you

serve a. lot- of rura.!. er'ee.s,- so {.ue M^ant to serue the.t anaa.n Ihen the

r e s t o f f h e m o n e y c o m e s f r o m p r iv ate c o n t r i iou t io n s,, F o r e x a.mp 1e in

October we start a major fund raising campaign .r we are going to be

doing everything from major letter writing campaign to businesses „»„

JE: Do many businesses support you at the moment

They ana starting to« We have to buiId some credibility in the

community,- so peor Le know who we ere and *.ue have been estato Iished.-, We

have done this over several years »**»,«, you must see the video fi 1m,-

made by the vice president of our boand » « « « We made it originally to

"take if to congress.*- u.*e use it a. Iso tor educationa. I purposes,, We te.ke

it to organ isations,- we -took it the other n ight to a bus inessmen •" s

organisation.r we give a talk along with the f i lm« We have been

inv it in^ benefactors to see the f i Im,- Iike we had three on Thursday,-

and all of them walked out saying they were going to increase their

c o n t r iiou t io n s t o w ard s u s,- s o i n s t e ad o f g iv in g u s * 5 8 8 8 a y e ar,- it i s

$18.r888« That has been very successful* The Mayor of St Louis is

coming in next week to see it.r u*e are constantly showing this video

/ ^jfcape.r trying to get it out to the community.r because it seems to
^leli'v'er the message' in the most effective way.* you never shou.* it

w it h o u t a d i s c u s s io n» 11 act u a 11y in t e r v ie w s f o u r p e o p Ie u.»h o u.«e

served here and they talk about how it has helped them« One person

has lived in hospital for ten years,- she is a g.uao!,- and she moved out-

today into her own apartment .r she could not do a thing for herself., she

could not even feed herself,, The film shows those kinds of things,,

So that is a good tool,- we had it all oionated to us» The company who

made the film oionated their time,- it would have cost us around $ 18.,-888

-JE! When did it originally start

W e s f ant e d t h is o r g an i s a:t i o n in 1S7 8,- t i 11 197 9 w e w e r e in o p e r at io n
with three people,- Colleen my wife.r she now works tv.*o days a *.ueek,- but

we have a daughter.* and a secretary,, But when we got the grant,- we

expanded and now we have 13 or 14» Jim joined us „,,«„„,,„«,,,,«« Nancy,-

„„„„„„„„ They were all taking a chance,- Jim left a Job and came here,,

W a p a.y a. c o m p anab 1e s a 1an y .-.-

u
JE W h at ana t h e b ig g a s t p r o b 1a m s

We have a. lot of new housing,, We met with the St Louis Housing

Authority,- they are responsible for public housing in the county,, unti 1

w e t a 1k e d w it h t h e m t h a y w e r e b u i 1d in g acc e s s iio 1e h o u s i n g and f i 11 :i. n g

it with non disabled people.r so we talked with them and they are going

to build more .accessible housing as well as making sure that accessible

housing is set aside for disabled people* We have a new building

commission in the city of St Louis,- who is just super turned on to

acc e s s ih i 1it y,- h e h as toe e n p u s h in g f o r it f o r y a ans tou t h a h as toe e n in

Cincinatti unti 1 recently. We have a Mayor who is star-ting to enforce

t h e tou i 1d in g c o d e s r e g.u ir in g t h at p r ivate d eve 1o p m a n t in c 1u d a s a.
certain percentage of accessible housing,- we have laws that say the.t

but m.jere violated until just recently..- we are starting to see more

e n f o r c e m e n t „ F o r e x amp 1e,- t h e r e is an o Id b u i 1d in g g o in g t o b e

renovated down to».un.r it is ^oirv^ to cost about $18Mr and he is

r e g.uir :i. n g t h e d e v e 1o p e r t o m aka t h e e n t ir e tou :i. 1ci in g acc e s s ito 1e... e v e r y

toath r o o m .r eva r y c 1o s e t .*• o f f :i. c e ,- abs o 1u t a 1y e v e r y t h in g,, T h a M ayo r 1e t s

out leases to us... I think he wants those totoecome puiolic,- sothe

developers know there is a movement to stop violating the toui Iding

codes« So you need la«.MS» Our approach,- «««««« the tooulevand,- there

is 88 apartments for disabled people,- our idea originally was to toui Id

that because there was a need for housing,- but that did not solve the

prob lem

JE Wow do you fee I about that now

f Th
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No way I like it,- there are lots and lots of problems,, That does not

mean it has not done axiy good.*- it has* ' there are a lot of people

living there... who gained a lot of success axid ana doing very *.ue !'!.,- but

1 t h in k t h e y w o u Id h ave toe e n ab Ie t o ach i a v e t h o s e s ame s u c c e s s e s b y

living in standard apartments if they had been available,- so hopefully

we won't have tobui Id any more of those„ Psychologically it is much

better for disabled peop le or anybody to live in or-dinax-y housing,- the

m in u'te y o u s e g r a g -Hid::e y o u r u n in t o a 11 !••••: in d s o f s o c io 1o g ic a 1 p r o b 1e m s»

Housing is a tremendous need here axid attendants is a big problem.

that is probably the biggest problem« Missouri still does not have a

law where funds are set aside for axi attendant« For instance,- if you

moved to Missouri and you did not have ajota,- there are no monies

aval lable for you to hire an attendant» If you get a job and are

making $15,-888 a year.r you need to pay $5,-888 for an attendant.,- that i:H

nQ-k i. .!£, j.-..., good a We hopefully have a law that is just ps^s-^dijr although

it is not funded yet.r hopefully there will be funds set aside for

a.tt e n d ax"it s e r v ic e s

•JE s So how do peop le menage now

/ jv'oc rehab in Missouri has an 18 month extended evaluation^ so t.uha.t you
^try to do is to get disabled people into this,- so for 18 months Voc

rehab has to pay for their attendants,- hopefully by that time 'there

wi 11 be a law passed » » ,, «

l% I n t e r v i e u.» c o n t i n u e d o v e r

U
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JE s Vou could not really getfhrough to anybody,, the organisation is so
large» If is really interesting hearing you talking about the problems in
StB Louis,, because they are similar- to those in England,, like housing* In
California, they dorr'f seem to be problems,- they have got great libraries of
accommodation available..- which would be unheard of in England,- even in 28
years time I think

I don't know what kind of funding you ax-a going to go for

JE s In England the funding is^r you talk about fragmentation^ what the

go v e r n m e n t p r o v id e s c o me s f r o m abo u t f o ur o r f ive d if f e r e n t age n c ie s .*• D H S 8 .,-

Social Services,- Health Authorities etc. .r after that it is char-itab le

income., raising it from businesses « « «

What is good about this country is that you can dupe the Federal Government,-

if you really get good at it.r there are books out like the Federal

Catalogue.r which* » « you can go through these books and find all kinds of

f u n d in g s o u r c a s.,- f o r e x amp 1e,- c o m m u n it y s erv ic e s adm in is t r at io n .r w h ic in

serves poverty programmes,- they funded a lot of our communi ty acti on

V^a.gencies in the '"•&&&..r which were *.uorking- mainly i.uith poor blacks,- so use

heard about them and we went to our- congressman,- Richard 8effand,- we talked
to him about some funding sources and he said well.r why dorr" t we check out

the community services administration. fit first we have to «««„«,,

obviously the disabled fit in the poor category very easily.,- we also pointed
out that the disabled ax-a eg.uaI ly distributed throughout every section of

the community,- so you have as many living in the ghetto areas... in the poor-

black areas as you do in the affluent areas,- so u.*e went up for a grant and

we. got a grant and we are on the second year now of that „ « ,, ,, now Reagan is

plaxwiiri'3 to cut out that agency,- but he is going to stick them into the

department of education so their funding may still be available,- but if you

look around,- you can do this in England now,- there might be some funding

sources tha.t youane not aware ot,- that might be interested in "^uyidin*^ a.

programme

JE s Ves,- we have looked into that,- there ax-a a few possibilities of

something like that,- but it is not easy

The other thing is that there are private foundations in this country who

ssmJ like to give out matches..- in other u.iords,- if you can get $ 188 ,-888 from the
f e d e r a I g o v e r n m e n t,- t h e n t h e f o u n d atio n w i 11 g iv e y o u ano t h e r $ 188,- 8 8 8,- if it

is- like a. research project or a. pi tot project

•JEs I think that is a difference between the States and England... there is

more money available,- if- is very difficult getting money like that to that

extent anyway in Great Britain

fir a 'there any human itar ian char* it ies

JE s There is this book you can get,- it is a Iitarany of all the trusts

available axid some support medical ,, ,, « you can rig out something and try and
get money out of them,- but unti 1 you have got a foui Iding then nobody wants

to support it and that is the problem,- just getting a place sorted out,- we

are just trying to find a house for people to live in and that is what is
difficult,- houses in the Southampton area. The project I am involved in is
Project 81,- but there ana lots of people who want to do something similar*

The idea is to try and create situations ,, „ „ in England,- i-lr you are not

married/ if you do noot have a fami ly to look after you,- i-f you do not have

the money to pay for a. cane a.ttendant and you do not have your oiun home,-

then there is no choice..- you are in a hospital or in axi institution of some

kind,- so what we are trying to create is a place where we can just « « «,

in d i v id u a 1 p e o p 1e,- n o t m ar-r ie d p e o p 1e,- «:::. an j u s t g o o u t axi d 1iv e toy

themselves without any of those prerequisites* We are also trying to set

up a. model u.»here people can live in a. house together,- not a. group living „ « «

at the moment we ax-a just going for one disabled person living in a house

w it h t w o p a o p 1e and t w o p e o p 1e 1iv in g in a h o u s a u.« it h f o u r p e o p Ie and t h in g s
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like that,- trying to create a model where it can happen anywhere else in « ,, *

The funding on the housing side is ^oin^ to come from an agency called the

Housino\ Corporati on.* that funds spec ia. 1 projects.,- housi \'Y3 projects for one

parent fami lies whatever « ,, ,, that is the sort of money you can get,- because

it is on the open market.* our difficulty is actually buying a property in as

fast a time a^> somebody else who actually has the money available.* it is

im p«:::«ss i fo 1e.* it is a r e a. 1 p r o ta 1e m and w e c an •" t r e n t acc o m m o d at io n tae c aus e t h e

majority of accommodation is not adaptable or it is up steps» It is only

the very modern bunga. lows where the houses are on the ground 1eve In

There is nobody to turn to

JE s No,- we are on totally new territory,- there is a thing called the Grove

Road Scheme.* Kan Davies.* Gini met them on her travels.* Ken axid Maggie

Davies.r they are two g.uads,- who set up two flats,- with other g.uads in.r and
upstairs they had what was known as helping families* They rented out the

accommodation upstairs to those peop le who wou Id he!p them out with the care

„ „ ., those '"iua.ois are veri:--' independent.* they can get in and out of bed

themselves anc-l drive cans end they were near* as inclap*endent -as you can get.*

^ _.it could not be something you could base a model on.* so that is *«« the only
Cither situation is an organisation called SHRD and this guy is CP and he and

f o u r p e o p 1e f r o m an o r g axi i s at io n c a 11e d C o m m u n it y S e r v ic e V o Iu n t e a r s axid
they do ivianious commuunity orienta.ted projects.? he ha.d four of these peop Le

living withhim.* and some got him up.* some put him to bed and others went and

did other community projects during the daytime* So we have got no one

t o t u r n t o,- w e h ava t o c o n v in c e t h e p r o f e s s io n a 1s .* t h e s o c ia. 1 s e r v ic e s.,- t h e

flHfl that it is going to work* That isour big problem.* everyone is in
support of it* because everybody realises the economic sense of it.* it is
going fo cost a third of what some one is paying in hospital or residential

home.* is not more in a hospital in fact

We have been breaking dou.*n some figures/- u.*e broke dou.*n the cost of a person

living in hospital and a person living in the community* The cost of

living in a hospital is #44,-988 a year.* for living in the community is about

$13,-888 « » ,, would anything like that from us help you,- if they look at the

US

JE s I think it would be helpful,- just the comparison.* even then we still
{•••j.:::,!..1 £• -{;:q pr-ove the case it is o\oino\ to work,- we have to oiet a place

O
f\ny place.* it does not really matter where you Live.* if you prove it is

econom ica 1 ly ».u isa\- to get peop le out intothecommunif y« The argument

economically is so strong that the humane issue is rather put aside,, If we

would help we wou Id like to.* we will pack up all this information for you

JE s I think that could ha helpful

We are. starting to serve more people i\'i the community,- people who are ^ary
poor.* and we ax-a "tr-yino} to put those figures together on each one of them,-

like over a year's period,- course that wi 11 take a year,- even longer.* but

Ithink that information wi 11 toe extreme ly valuata le,- even in another country,,

II o n 1y h ap*p a n s i f d is aks 1e d p e o p 1e g e t t o g e t h e r .* toe c e.us e e v e r y too d y ass u m e s

that we ax-a sick,- that we need a certain * « » axid unti 1 the * « * see us * * * *

that is the whole thing about independent living* we see the people come in

here.* you can sit axid talk to tthem all day long.* tout you tor ing people in
here and they will hang around for a while

END


