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Th e t h i n g I c an t a 1k a*foo u t t h e mo s t .,- I h ave b e e n ar-o u n d CIL a 1o t... b u t n o u.» I
am an administrator.^ like a public policy advocate« Like the centre is

here to help people get public benefits and services..- but unless the
government ppov i des those serv i ces .»• then t!•"!e centre wou 1d be wopth Iess,, I
work on things like self security bene-fits and attendant care type of
•ppogpammes at state arid fedepal levels,, Vou don't have much attendant cape
do you

J E ;; I •t i s n o t t h e s ame as h e r e .,- i t d e p e n d s wh e r e y o u I i ve

Here.,- fipst... each of the fifty states it is diffepent» In Ca 1ifopnia.r the
basic system is we have got the SSI programmer u.ihich is your basic income

maintenance » fissumi ng that you ape low income and don' t have any other-

m o n e y f p o m m e d ic a 1 c ane and s o c ia 1 s e p v ic e s .,- t h e n y o u g e t h e a 11h in s u p anc e...

fedepally it ujou Id be called Medical I« Then the teds give the sta.te a

block of money and say use? it on social senvices howevep you want,, This

block 9pant ha:B been there -for a number of years..- when they talk about

d e c e n t r a 1is in g f e d e r a 1 g o v e r n m e n t.,• t ine r e is k in d o f t w o is s u e s „ 0 n e t h e r e

is no problem of olivine states a lot of money and having discretion..- but the

d it-ferenee in the past is that.,, they were with the one hand giving the
states money.r with the other hand they u.iere 9ivi.n0! the states what is called

•"categor ica 1 programmes .:• and 11"$ose programmes assured that the bas ic h6'nef its

would be there,. It you have got a strong "federal role in the categorical
programmes..- then if you want to go beyond that and give the states

discretionary money.,, then that is fine* So.r our profo lem with the cur-rent

t e d e r a I p r o p o s a 1s t o d e c e n t r a 1is e g o v e r•n m e n t is t h at t h e y ane d e c e n t p a 1is in g

t h o s e b asic c ate g o r ic a 1 p p o g pamme s..» w h ic h u.*e p e a 11y hiave t o h ave« i.... o o k in g

at the money the state does get.r t.uhich is- referred to as Title 28^ because

it comes out of" that title« For a long time California has had an

attendant care progra.mme.r if was in the late 70s that like 58 counties.,, or

local sections of California..- we pushed a lot of legislation to one single

s t ate p r o g r amm e .«• w h ic h w as c o n s is t e n t in a 11 t h o s e c o u 1-$t ie s,, 11 ».uas

critical in terms of being able to go to school from county to count;:-'*

en e m e r g e n c y

i. warited to« Fit

the na.me .r

and they wouId

hire and fire the attendant.,, and to train them and supervise th

/ \have got the ability to do that/ and also you have got the nigh

^*^^attenolarit cane cheg.ue a.t the first of each month .r tha.t way i"^ e
came up during September.,- I could fluctuate things however 1 t.ue

the and of the month they would fill out time sheets.,- showing t

social security number.,- and the amount of care each worker.r and xnay wou lci

sign it.,- and I would si^m it.,- and it would go in and be processed.r all the

taxes and give the attendant some coverage.»• 1ike disabi 1ity iinsurance.,-

t h i n g s 1iI-:: e t h at« T h e w ay t h e p r o g r axam e w as b as ic a. 11 y w o r k e d w o u 1d b e s By
a person in the community.,- they maybe .just came out of a rest home or

s o m e t h in g.,. w o u 1d c o n t act a. 1o c a. 1 c o u n t y w e 1f are d e p art m e n t.,- t e 11 tha m .*• I

need attendant care.,- they would send a. social '.uorker to my home.r for on site

eva 1u at io n.,- and b as ic a 11y d u r in g t h at in t e r •-.-, ie w.,- u.«e ig h t e d m o s 11y on u.» h at I

said I needed^ with some back up from doctors., we would I guess assess just

how much care I needed in terms of hours par- month« Then let's say the

paperwork is all done and I can authorise the 186 or 260 dollars a month.

Then I need to go out and find an attendant/ and actually there's t«.uo u.*ays

it can happen.,, and the county has a lot of discretion in this« The +vC*/j
counties can i« sign a contract with a home help agency or- something similar

to that and the county will then notify that agency of the hours I naadad^
and that agency would contact me and ar"-range a schedule and send their

employee- I don't like that system- If I naad a substantial amount of

personal care.,- then I can elect the other system.,- the county can't stop me.,,

but the problem with someone else's employee coming in is I« they are

responsive to their agencies.,, and they are coming in with a predesignated

1is t o f s e r»-.-! ic e s t o pr o v id a and t h ey c an't b e f 1a x ib 1e aho ut w h at is g o in g
to go on in a o)iK'ian day.,- plus there is a definite awareness that they ana
going to *„„„„*„« So.,, if they need a lot of personal cane.,, or if my county



GregSanders/fldministrafor•••*•BerkelevCI!

wantsto^ii^ametheoptiontodoit.,-theothermethodisj-1wouldbe

authorised$288amonth.,-Iwouldgoandfindmyownattendant.rmakesurethe
servicewasdeliveredandeachmonth1wouldreportwhoworkedforme,,-and
itisgreatifyouanaseverelyimpairedandyouwantsomebodytogetyouup
inthemorningandyouwanttobeindependentduringtheday.,-andtogoto
bedatnight.,-alotofpeoplewoulddosomethinglikehaveonemorning
attendantfivedaysaweek.,-asecondmorningattendantforweekends...andthe

samewiththenighttime.,-weekendsandweekdays.,-sofourdifferent

attendants«Thatwayyoudorr'tburnoutanybody.randifsomeonegetssick

youhavegotthreeotherattendantstolookto.-.-Thereiskindofademand

inthelaboupmarketfor-thattypeofpanttimework/likeespeciallyifyou
ananaanacampusandtherearestudents.,-orahousewifeislookingtor

extpawopkor-something«11kindoffits...butita1sodoesnotwopka^>

wellinapupaIapea.,-wherethereisalotofdistancebetweenhouses.,-maybe
notalargelabourpoolandpeoplehaveafulltime.jobofsurvival,,There

aresomeadvantagesingoing'throughanagencythatmaintainsapool

•JE;;.Whatifyoudon'tliketheattendanttheagencysends

Maybexiftheagencyyouaredealingwithisafriendlyone.,youcancall

themupandsaysendsomeoneelse,,Butespeciallywiththefiscalcrunch

Usntheprogramme.,-ifithappensyouarelucky.,-andthere'snoguaranteesin
theprogrammethatitwillhappen.,-andthatisarealbigproblem

•JE«Howdoesthissystemworkforyou

Formeandmostallmyfriendsitworksgreat,,

-JEsIsthereaproblemu.«ithgoodattendantsmovingon/VTT/^MPftKfflS

Mostpeoplehereworkthreemonthsorsixmonths«Ihavegotanattendant

nowthathasworkedforayearandahalf,,»»,,Thatiskindof».uhywe

haveaCIL„11kindofp1ansforthatkindofmanoevra.,-itmakesitsoit

isnoproblematall,,Vouanabasicallyor*aweek'snoticefromyour
attendant.,-youcometotheGILandgetanotherperson.randitdemandsthat
youhavegotanorganisationinthecommunitythatisresponsiveto
consumersandknows.,-well.rsay.,-whenyoucomeinforaxiattendantreferral.*-

itisrealimportantthattheunitunderstandswhattheconsumerwantsand
itsetsyoubackasaconsumerifyoucomeinandyousayrIneedanew

attendantandtheyjustgiveyoualistofnames,,Itisalotnicerif
s^theywentthroughaninterviewandgavetheprospectiveattendantalittle

bitoforientation...youarege11ingsomafeedbackaJoouttheparson.,•

especiallywiththetightcommunity.,-manyofthepeercounsellorsbeenthere
alongtime.rtheykindofgettoknowwhatyoulikeanddon'tlike...itkind
ofpersona.1isesthareferra1system«Ifyoudon'thaveconsumers.rifyou
gotunimpairedpeopledoingthat.,,then».uiththebestofintent.rtheyjust
losethatsensitivity..-anditcanbearealproblem.,-soIthinkthat
attendantcarewasthethingthatmadeILhappeninCalifornia..

-JEsThatsumsupthewholeprobleminEngland

Haveyoutalkedtopeopleinourace:essproject«EricDibblerhaskindof
gonethroughaIotofIocaIthings.,-1ikaga11ingwhee1chairrampsinthis
communityandsoon,,Wehavegotanotherproject.,-thatiscalledax::.cess,,
Itislike.,-oneoftheproblemsifyoumoveintoahouseandyouhavegota
friendlylandlord..-oneoftheproblemsis...firsthou.»doyougetaperson
thatknowshoy;tobuildararnp.rsecond.,-wheredoyoupayforthematerials.:-

sothatisthescopeoftheirproject«Ithinktheprojectalsoisina
wholenetworkthroughoutthestatetocrossarchitecturalbarriers...andthat
hasbeenamajorpolicyvictory.,-Ithink..-intheStates.,-isthatwehave
strongfedera1Iawsre«»}.uiringtheremova.1ofanchitectuna.1loarr:i.ers

-JEsThelawsananotstrongenoughinEngland

ItisjustbananaswhattheadministrationinWashingtonisdoingrightnou.*..-
butwhatcanIsayaboutthat,,Someoftheexamplesanalike..-saythis
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block grant concept« One of the things that has just happened here/ like I
have just described this great attendant care programme we have.,- the feds
have basically cut the amount of money they ana going to contribute by 2:5"-;!.,-
sent that down to the state and then to Id the states that they coy Id b lend
thi s money in wi th pr"-ev ious categor ica I programmes if they wanted = One
hi I l.r which probably got its final vote about three or four hours ago.,- would

have taken all the social service money.,- put it in a pot.,- and passed it to

each of the 58 sector counties,, Now in California where u.*e live.* we have
acc e s s t o o n e of f if t y a i g h t pr o g r amme s« T h a b ig g es t t e c hn ic a. 1 t h in g .,-

without being po litical about it., it is almost impossib le for each county
government to have the expertise and so on to really develop a progr-amme and

with one central state government.,- we could go there ..- write our comment and

come out ».uith good programmes.,- and it is dumb to think there wou Id be that

k ind of consumers that cou 1d press v :i. gorous 1y abjc.h county„ That b i 11

almost came out doing that.,. I think it is going to be changed dramatically

today.r but u.»e came that close to losing this programme just out the window*

I am just kind of waiting to see.,- I think that it is ^oirv3 to take a lot

longer.,, round about a year or something.,- but I think that this who le

phi losophy is going to get rejected/ that Ree.gen proposes and so on..- his
general policies.,- and especially his cuts in the area of social services*

f | think his phi losophy is to eliminate all federal financial participation
^"ln social service programmes and throw the burden on the state.r but they

can*'t raise the revenues to do it.,- and so they may think.,- we 11 we wi II. go

back to the private sector wi11 do it*

They know that worr't work. The price is that if that did work it wouId

require society to take a. step he.ckwanols*-.»- and get rid of some of the ideas

of social mobility and so forth and go back to the days when the whole

family worked on the farm

J E ." Isaw a d is t u r b in g p r o g r amm e abo u t fo 1ack s in M is s is s ip p i

Mississippi is a great examp le.,- they were one of the poor states.,, and also

the state government provided almost abso lute ly nothing.,- so when the feds

make the ir cuts:.,. it is d ifferent from Ca 1itorn ia.r w ith a rea 1 good h istory

of be ing invo 1ved in soc ia I programmes .r 25?-i in f edera 1 do I lars hurts in

Ca 1itorn ia.,- but at least: there is some state programines to buffer" the cuts...

but I just dorr't know what is going to happen like in Mississippi^ people

who have young children or are disabled.,- they carr't work.,- they have got to

( j-eat.r I tend not to think we ana going to have riots and stuff... it is
^*P lausifo le„ I think there are limits to how far you can compare Thatcher-"s

P o 1ic ie s and Ra agan •" s .,• t h a p o 1ic ie s rn ig h t b e s im i 1an.,- lou t h a r e c o n o m i«:::.

environment is much different.. I think with disabi lity... the real issue

that is going to surface is like we have brought people" out into 1'L

situations and if we cut those people back now and they try to get back into

institutions.,, they are not going to get accepted

•JE s The economics is crazy

I think u.«e will be vocal enough that they will see that we have come a long

way.,- obviously they are not going to cast us in the gutter.,- it is really

cheaper- to keep us in the community.. They did not want to accept that* I

"have heand a state senator say I don't care where you put those people i't it

saves money« They just dorr't understand that you carr't warehouse people...

they maybe got- away with it a long time ago,,

J E « C a 1if o r n ia is 1uck y w it h it s f u n d in g f o r att e n d ant c ana... S t * L o u is f o r

example does not he.ve this

Did Gini talk much about attendants^ sha was trying to look at other state

models and make it work in Missouri,, Was she making any progress

•JEs She '.ue.s not making any progress ste.tewide.,« because they he.ve real,

•fund ing worr ias .r they ana f edera 1 ly funded

I am real interested i\"\ them.,- because we surfaced out of the state that
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already had supportive services*

<End of tape — interview* -continued on new tape>
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J'E s Housing in Eng land is ««»«»«««,,«« transportation »«««»«»»» what

worries me is you've got too many things you need to get going -at once

For myself.,- transportation is the one to ««,,« ««„«,» «, the cost of putting

lifts in buses «„*«„„„« besides what is the usa of having transport if you

ha.ven't got the houses to get into

J'E s That's right.,- you need someone to get you up and get you going around

a „ a *» «*

•JE» So.r other 'than that..- what is central to policy* Vou need a hard core

of peop l.e « ,, n « « things that have happened a. 1'.Mays have taken three or* four

people who have done all the hard graft and others have hung on «,«,,,, Gini

Laurie's library is the best in the world on disability* It's got all the

pub lications throughout the wor Id.,- she has ^i^an me a lot of pub Iications

that wi 11 help us to get going when we get hack., This book.,- 'How to Set up

an In d a p a n d e n t L iv in g C e n t r e '... 2 7 g.ue s t io n s o n h o ».u t o d o it,, If 's v e r y

si mp Iisti c and c lean

;^^Jruce's first centre... in Pasadena... went bankrupt.,. this was rea1 interesting
because I think what happened they got a lot of people involved.,- a lot of

folks want to get involved be*cause they -are social -activists..- they are kind

of lost people without a cause „ „ » « « you have to have a. strong focus in ^7

order to serve the disabled community.,- and it is a temptation to bring in w

things like labour movement.,, suddenly people want to have social control of

your organ isation... co 1 leet ive dec is ions.,- that •" s what I 1ike but co 1 lecf ive

organisation doesrr't really work. When you have got such a socially

emotional issue it is really hard to stay focused without some kind of

guidance «,,«»,, and Bruce's organisation lost that«

•JE s He i.uas waking co 1 lective decisions

L>Vlr-
» a » ., ,, ot xne c?isarc iea« 1nere is ox-ner peop Le T-nax- Know anout- xne progra

An terms of being a. consumer end u.*e've got a.t l.ea.st three peop le that e.re

national counsellors in the.t area.* On one hand we have tha.t but on the

other hand we've got a bunch of «„««.« and we've kind of got to learn «,,,,«

and got involved in state and federal government and you never really

develop the funding sources «,,««,, say like I moved up to state government.,,

there's nobody to come in behind me «»««

•JE»} To t-ake over- from u.'he.t you have done „ „ » „ «»

Vou can't be both an advocacy group and a community orientated unless you

clean your act up in the community first and that's how I look at policy in

the administration,, I want to rebuild with the emphasis on making our

services quality in the community and it's like we are really bad now

JE» That's the criticism I have heard of ClLs..- people have to kind of

focus their energies to get the act sorted out« I have heard the

crificismr look you have got too big.,- now whether it 1ikes it or not.,- it

seems to be having to cut..- that's really sad at a time when you see all

t h e s e d if f e r e n t p r o g r amm e s d is app e ar-in g

There's something rea. i. hea. 1thy in that r we he.d to get overextended because

we were basically the first and somebody had to go out there and make the

independent movement and get some ideas presented and so on« He starfeci

'72 and we were the only ones and now here u.*e are in '38 and' there's 17*,*,,2@

i n

1ike us in Ca 1iforn i a. and others a. 11 o».Jer the country« How we can afford
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to come back/ if wedrop out of the national picture there's others there
that will pick it up and I think.,- like.- in the '7:'i3s.- well forget the date.,,
early in the movement.- ona together strong voice of an organisation can
mou 1d nat iona 1 po 1icy .- lout affersay 5 or 18 years.»• nat iona 1 government is
going to look back and say well where are your constituents... are you an
issue in one state... or are you an issue everywhere and I think it is real

healthy for us to step back and if we rebuild ourselves and move back into

national policy.,- all the other states will have caught up with us.r we may
still be a leader.- but there will be others just a.s good as us and there
will be more of a team approach towands tackling the job. My feeling is
that if u.«e can take the kind of cuts they are having now.,, and it is really
tough on us.,- and accept the discipline that is put on us by the state or the
community.,- and if we can do that well.,- then in a year or tu.«o we will be

ready to rebui Id again« I can accept the cuts if I. keep that frame of
mind.- it's really tough„ There's a couple of people that don't want to go
in t h at d ir e c t io n.- t h e y t h in k t h at w e h ave e s t ah 1is h e d s o m e n at io n a I

precedents and u.*e have got to stay here and fight for them.,- even if that is
going to be a lost fight,, «* and they want to stand axid fight,, I guess

thats the problem with a Civil Rights Movement thats its so emotional.,, the

first easy step is to go out on the streets and yell.,- or togo in the public

hearings and ye 11.,- but then the movement gets more sophisticated and you get

policy changes or to keep what you've got... you've got tohave technical

V^ixpertise to be ah 1e to de 1iver your messasa in traditionaI 1obbyist type
manner. In ours your strength as a consumer... visibly.- there was a great

movemant in the Congrass and yat a p rob 1em w ith soc ia. 1 secur ity... whara to be

disabled.,, the definition would be 'unable to work'.. If you went to t.uork

and earned just a little bit of money..- you weren't disabled and lose all

your benefits..- so that- meant you didn't go to i.uork« They kind of thought.,.

we 11.«• you ana disabled.- you can't work» Then when a group of us showed up

in Washington,- where they could look at us... we didn't even need to make our

speeches.,- they obviously knew right away.,, hey.- these folks can work and i-f

they didn't want to look at social factors.- here's a group that's getting

money.- if we help them to go to work.- they won't need so much of our money.-

so fiscally axid socially it made a lot of sansa^ but they didn't really

believe either the fiscal argument or the social one until they saw us and
it u.tas real important to get consumers involved in that* We've kind of

done that and they*'ve seen us.- and the shock va. !.ue of seeing us..- and now

they're used to that.- and now for us tobe politically effective.- t.ue've got

to be exactly the way you are in general politics in delivering a good

argument with political finesse and also arousing fo Iks back in the

districts so that people who are voting know tha.t that's en issue

u
•JIE:!« This is another problem area.« Homj do you motivate those peop le that-

don't get involved.- that don't actively participate.- because you are

P r ov id in»2i an amaz ing amount o f serv ices .»• f o r an incr ed ib 1e numfoer o f

disab led individuals.- how many of those are coming back and supporting you

at a time when you really need that kind of support?

This might happen while you ax"-a still here. The federal fiscal begins 1st

Oct« .- that's like two.- three weeks from today.- and so soon we are going to

begin to see the announcements of things that ax"-a going to start taking

effect in October.- November.- and they ana going to begin to realise just how

d e e p f h is t h r a at is and I t h in k f o 1k s t h at w e h ave c r e ate d acc e s s f o r in t h a
community.- that have become involved ivi the community.- they like that-

mainstream position.- don't really want to come back and deal with us.-

accepting „,»„,,«,«, axid I'm glad they are there and I'm glad that- they can be

independent.- but- I think that- it is too early in the movement to assume that

their integra.tion is sate» Ihey have to come he.ck and protect tha.t,, Rise*

there is this whole second generation of people that ana still just moving

out the institutions and just being reached« They ax-a a little bit more

severely impaired and a little bit more she Itered than the first generation

were.- so they ana: o)oin^ to be a whole naw change in the movement.- like just-

before our meeting I was meeting wi th some of the rally folks axid they kind

of represent that.- it's interesting.- the rally didn't come out of the

in d e p e n d e n t 1iv in g n e t w o r k.- t h e r a 11 y g e n e r ate d a u.*h o 1e n e w n e t w o r k o f

basically grass roots consumers that weren't affi1liated with anybody«
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JE s Michael said this is like a community of friends.- we just got together
because we disagree with what the government is doing.- and this is what we

are do ir"ig«

I think their success is not to be measured in what message they delivered

today or yesterday.- but just in the fact that they have stimulated a whole

new attention from a lot of new people.. It's going to taegreat when they

surface.- I can't predict when they ana going to surface or how.- but I think

they have largely succeeded in that without knowing whether they are aware

of *.uhe.t they have done

Maybe these people will fade away or whatever.- but the attention that they

started Ithink will have an effect« Like they have reached out to people

and got them involved.- and if just half a dozen of the people reached in
that trip get involved.- half a dozen people can change the world* I am

t a Ik in g afoo u t d i s afo 1e d.- g o o d c Ie ar c o n s u m e r adv o c ate s» 11 d o e s n 't t ake

that many.- if you think of one anticu late.- technical !y know ledgab le disafo led

person.- backed up by a who le community or who le state of disab led people

that know M.»hat they want.- then they can create the pressure axid that one

person can deliver the message and can make it all work« That's a lot of

' if s ' t o h app e n*

Jb. 2 Like* in &t« Louis there must have been a dozen disab Led peop Le.- p Ius b?

or so others and so every*.uhere they Luent they ha.d tha.t a k « k «

S t« L o u is is g o in g t o g e t awf u 1 p o w e r f u 1 1i111a g r o u p

JE j} I was impr-assad for something in tthe mid West.- you usually get the

impression that there is nothing going on -there... but they have got a little

group of very together peop Le

That is the whole future of the movement in the States.- those little groups

out in the middle of nowhere can foe the ones that get the social attention

in the next few yeans and carry the momentum of the whole mission..

END


