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their abilities, their living situation,- what they are able to do,- what they
want to get from us, list of services, have them list services they would
like from us, which ones are really important to them, which ones they would
really like to start with* Somebody acts as their cntact, the IL
specialist that is monitoring might not toe the one that delivers all the -
services, you might get Colleen for attendant management, Bill She Iden to
teach loudget management, so it is basically the way people Br'B routed
t h r o u g h t h e ir s e r v ic e s

JE. % Do Brvy of these services cost anything for the person coming in, at B.n

adv is o r y I. e v e 1

Ho, we are on a grant, so we have the luxury of being atole to do it for

nothing at the moment, tout we will at some *time start charging fees,
especially to VocB Rehato*

The IL programmes were set up toy a Title 7, Part B« grant« Part fl is

app r o p r iat io n f o r V o c« R e h ato * t o e n ato 1e t h e m t o p u r c h ase s e r v ic e s f r o m IL

centres* Part B funds set up the IL centres themselves, it is all on the
Rehato* Ret of 1968, sorry 73 set it up, things were amended,, in 78« They
kind of put the curbs on so that Part fl cannot purchase services from Pant

w B,, We protoaJo ly could not make changes anyway, because we are on a

permanent contract to Voc* Rehab* « It ijuou Id toe like Bn employee charging
an employer for services other than salary* There are department of Mental
Health funds to buy services, we have got some fees paid underthat
programme* I guess the important thing is if you get anything set up is to
have it funded just to exist, or to set it up so that there bs--b funds coming
in to be used to buy programmes

JE s What atoout those centres that don't have that kino} of funciing, do they
have to charge*

I think Berkeley has some arrangement with Voc* Rehab* in their state,, they
don't get the Part B» funding, they were before the federal funds
They have had some fees for services arrangmerits, u.*e do things guite
differently, the way they had it set up is guite different from us* Our
costs Br-B around $48 Bn hour,,

So, I meet once a week with the service monitors, for supervisory meetings*

J*E i! I n c r e d i to 1e n ame s

sreah, we try to stay away from typical agency terminology, they call them
case managers in other agencies* We try not to consider ourselves as an
agency and the people we h he 1p as c 1ients not c. a::*es« I th ink those terms
tend to dehumanise, once you Br-B called a client, the scales tilt against
you* In business to be a. client is to toe 15 up,r tout in human service area,
once you are a client, you are the toottom of the ladder* So we don*"t talk
atoout the people we help as clients or cases, they are people« I can see
where the terms might help, in 'tryino) to differentiate between groups of
Peop 1e , however , I th ink jusf regBrd i ng them b«> peop Ie is a consfant
reminder Bind he lps to estatalish the peer re lationaship*

Jfc.» What u.»ere you doing before you came i*E***i «Hr» T"* *^*

Counsellor in a Community College here in St* Louis for ten yBBr-s,, I am
learning management Bnd organisation ski lis OJT* fis you look at different
programmes you wi 11 probably see different phi losophies as to the type of
people on the staff* Let me tell you atoout our philosophy here* We try
to hire disabled people who have been about B.nd been involved in advocacy*,
and Br-B aware of the issues and have professional degrees in social work,,
counselling or Voc* Rehab* We figure that we Br-B getting the best of twoj
'.'••or Ids, that we are getting disab led advocates, who know the disatoled side
of issues Bnd so on, we are also getting people with professional skills who
kno m.i ho w to de a 1 prof e s s i ona 11y
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Otto* In California it is so different, people rushing in and out, and
people on the staff have no g.ualifications* In los Rnge les I was a. little
toit shocked when I saw the team of 46 people and 36 without Bny
oj.ua Iifications, three socia1 workers- Bnd one psychologist« I met so many
peop le who have been counse 1led by handicapped peop le with no professional
gualifications, who could not differentiate between C4 Bnd 07 Bnd a 11 they
could say is.r I did it, so youhave got to do it, so 1 believe -what yousaid,
that people must have professional behaviour*«»

usa.Sa.* .1.

Jim Tuscher

That is one of the differences you will find, going to Berkeley

JEs I think it will be interesting going from this side

Ottos Seeing this one, I would say that is like the Germans would build it
i.4p r p p o -p «•••* s- :hi: i o n a. Is

JE s There again I think there is a certain element of i.uhat yousaid, OPD or
.: JJTJ, learning on the .job, but you have got to have that professionalism* I

think particularly in a place like St* Louis, trying to get it together,
'trying to get credibility, that is so important, that is what we find trying
to get things off the ground in England, whether you like it or not, you
have got to be credible arid you have got to communicate to the

professionals, otherwise they wi 11 always think they Br-B the experts

Ves, a lot of the work we do entails talking to doctors, social workers,
rehata« counse 11ors , e tc * B.nd often those peop 1e , in part icu 1ar r b hah „
counsellors, Br-B d urnfounded to find out that our IL specialists have
d is ato i 1if ies , 1ik e M ar* ia pro toato 1y has toe11er gua 1if ic atio ns th B.n b.11 the
rehato* counsellors in the area* It gets toack to the status thing
*«„,,„» „shuffle, crunch, shuffle »*»»«*»**» if we get a. guad* who wants to
discuss something, we will get someone to act as a. peer consultant, that is
where we get people without qualifications, to talk atoout practicalities,
somethirv^ rea 1 n itty gr itty, just or ient them to the process and turn them
loose with the disabled person, if the IL counsellor carr"t spend the time*
So we try to work a non-professional peer sharing thing at that level

/j Otto s I always feared in California that they could not help uiith some
things, they had no training *„*

Street know ledge, it is very important, tout when youget on the phone and try
to get something on with a rehato« counsellor, social ujorker or doctor «**

JE s But there again, in California they have got the guy u.«ho is director
o f r e h ato i 1it atio n s e r v ic e s , E ol R o toe r t s

We have got some people, like Greg Sanders, works in CIL and he describes
himself basically as a ski bum, somebody who skis and nothing else, and he
broke his neck Bnd he is probably one of the top experts in the country, Bnd
he has no professional background, tout he has On Joto TrB.inin^},: He got
interested in soc iaI securi ty toenef its and so, he goes to Washi ngton and
puts pressure on the **« Bnd talks atoout the disincentives* R
disincentive is where a person has gone through training, like computer
programmer, Bnd the .joto they are -training for stents at 4" 15,888, $12,888 a
year, when they go on the Joto, almost immediately, they lose many toenefits,
so that is a. d is incentive to work* So a 1ot of g.ua Iified d isah Ie d pe op Ie
will sit at home, because they dorr't dare go out Bnd get that .iob* If
something happens and you lose your job, it takes three yeans to
re-establish your benefits, end what are you going to do in the meantime*
Most d is ab 1ed peop 1e i n th is co untry feBr- that nurs ing home or
inst ituti onaIi sed 1iv ing m ight scoop them up

JEs It is like that in England. fire they trying to do something about it
i n t h e %:>t ate s
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We have a. woman who is volunteering here and we really went to ps.y her

because she is putting in Bn eight hour day five days a. week, tout she has

SSI, Social Security Income Supplement, she could earn up to $75 a month, as

soon as she crossed that magic mark, then she starts losing her toenefits*

She was going to college in the term time, so she did not want to mess upp

her toenefits* If she had toeen allowed to earn money, then she would not

have had to lean on Voc* Rehato* so hard and she could have helped pay for

her school* Did Max tell- you we are in a fiscal crunch right nou»»

JEs What, atoout this thing in Rpri 1, when the budgets change

We are on a big campaign ourselves, in terms of cost effectiveness

JEs We are having the same kind of problem, trying to show the cost

e f f e c t i v e n e s s in E n g 1and

We are going out of our way to toe conservative* This person here wi11 toe

saving at least #38,000 a year, end she is only four years old, so in
another 28 years that will toe around $688,888* That's in today's money, it
ploes not take in the effect of inflation* It is intended to duplicate that

\^J3.11 over the country* That is if she never goes to work* If she goes to
work, then we can get better., although with disincentives she is not too

1ik e Iy t o wo r k« I t h in k in 0k 1aho m a t h e y have w o r k e d o u t f h at y o u c en
support four in the community for the price of one in Bn inst itut ion

Otto* How many clients do you serve

L.ast g.uart e r , th r e e m o n t h p e r io d , w e s e r v e d 8 2 p e o p 1e

Ottos fire you based on a. small area, or do you try to serve the whole St*
Louis e.ree.

We try to serve the whole St* Louis area Bnd pants of southern Illinois*
That 82 is a little bit misleading, that only counts the people with whom |t
we have had significant, set up a file* There are a lot of people that we
served without doing en intbI<b, or evaluation, all that stuff, and it does
not c ount the num toer of inf ormatio n re ferr a I ca 11s.,. w h ic h is a. s erv ice in
itself* If you counted the people who have received Bny kind of service
-.from us in a quarter.:- it would protoato ly toe in the region of 788 to 1888

Ke.Jpeop le*

•JE i! Do any of the universities in St* Louis have special services to
provi de for di satoled students«

JE« I ask that toecause Berke ly and Boston have grown out of the
u n iv e r s it y« T h is o n e h b:s n o t«

Ho* The three community colleges all have small programmes to assist the
disabled* Washington University has one which is up on the third floor,
with no e1evator, which is interestin*\

JEi So the disabled students are pretty well catered for

No, not at all* They get pretty good services in the two year community
colleges, simply because they are the newest campuses in the area* For the

most part the others ere all, you see section '584 leans pretty heavily on
various parts of the community, education is alu.*ays the weak sister in the

lot, education you have got to lean on pretty heavily, education is becoming
more accessible if the government is doing the leaning*

JEi Do you have eny dealings with students because of gaps in servi*
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that the universities are not providing, do you ever get called in there or

do you try and keep more community orientated

Sometimes we go and talk to the students at the various schools, sometimes

the student services co-~ordinators will call us up B.nd ask atoout a.

panticu Ian proto lem* But pretty much in terms of note takers, readers,

interpreters etc* they have their own process for handling that kind of

thing on the campus

•JE * find care attendants

JEs It seems you are guite unique in being of the community, with no

invo Ivement with the university

•He are not unigue among the original ten though

JE« I have heand atoout Vermont, Gini said they went out to find people who

needed services, and that was a different approach e.ge.in, the need u.*as there

'\e would not toe here if it u.«as not for Berkeley end Boston Bnd Ed Roberts*

Vou have protoato ly heand the story atoout how Voc* Rehato** would not fund Ed

Roberts because he was too severely disabled, now he heads the agency, I'm

sure there is a. nervous counsellor somewhere

END

w
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Whet 'that means is basically we work i.uith parsons in 'terms of direct
serMic©Sv pr-etty muchon a. one 'to or'ie loas isn «««»«« just a. myriad of
services.*. I *" I. I. 910 get you one of our fi les later on and you can see pretty
much.!- we have like 25 or 26 with a loir- 0+' f lexihi lity of services. In
'terms of independent living skills «««« aware of -feeding an dressing and
"ba^in^ care of 'themselves.;, advocacy/ know ing "the le^al rights of a. disabled
person.:- .job seeking skills.*- we are sort of ««« we ana also... even though we
are in d ir ec 't s er v ic e s .r w e ar•e 1oc a 1 1ia.is o n .*• s o r 't o f m idd 1e me n loet w ee n
where a. person is coming -Prom and where a. person is going..- or sees himself
as going ivi life- So.*, -for instance.*- if they would come to us for job
seeking skills.*, we would make sure they know that we were not actually going
out and seeking employment for them... we would act as a support system and be
a resource to them to learn how to conduct themselves in an interview.*, write
a resume... do whatever is- necessary to programme themselves for emp Loyment..-
but not really actually go out and help them seek employment.* So
independence is- the name of the game and that is really where we are*.
Services as middle men.*, even though we ere on a direct line one to one..- I
can't -actually explain it because it is easier for the people we are serving
to actually get that concept to » *, « they ana not always clear about what

-\Jtheir role is and what our role is* fls to living skills... attendant
management.*• h iri no) and mai ntai n in^ an attendant or a PCfl... educat iona 1

co ns u 11at ion/ voc at io n a 1 c oo nsu 11at io n ,P w a have a d i r ec to r o f deaf s e rv ic e s .*•
again Maria « » *, was here with the video when I first came in.t- she is a

secretary as u.»e 11 as full time interpreter..- she is i.uith the registered

interpreters of the deaf which means she can be on call as we i. {. as many

other individuals in the city to go out and actually interpret for an

individual who is trying to make a court appearance or trying to take a

chi Id to the doctor^ or trying to communicate in whatever way they needed.r

so they would call her for interpreting services- She also does help in

the office setting.* -:::*he a. Lso does lega. I. correspondence that a. person would

not understand... sometimes they have J argon... language that is not a Iways

understood by themse Ives.,, so she interprets anything they want to bring in
and keeps that purely confidential Use of the TTV,» Telephone used by

deaf persons» Bill Shoven... who is our director of deaf services is on

vacation.,- he is himself deaf.,, he wou Id do a far better explaining job than I

am« « » »

•JE *, Sma 11 i s beaut i f u 1

U
Ves.,- but I am sure Max has told you that our staff has grown incredibly in
the last few years..- from 3 to IS*. So even though *.ue ere in the infenti le

stage.r there are lots of things that in the developmental stages« 80/ back
to services..- so we have that myriad of deaf services as well as the other

services we provide*. Flny individual who won Id want to contact us and take

advantage of those services. I am not naming all of them... I am leaving a

lot of them out/ so if you have any questions please interupt« Today..- u.*e
each take a day.*- we feel it is imperative for our staff to have contact u.*ith

the people who phone in or walk in.r sometimes the case... to speak with them.,,

rather than .just turning them over to a secretary.,, so we each have a I and R

day.,- information and referral.* today is my day so it is a little hectic.

What happens is we try and talk to the individuals on the other end and

number one find out what the::-* knew.' about parag.uad/ many times they have-1 no

idea where they ana calling.*, sometimes they just say pick up the phone and
try this place... maybe they can help you.,, so we try and give them as much

information as we can and also find out what their needs are.,- and i-f- they
are really wan~binty to come in to us or if one of us needs to go out to their
home/ you know that's it« Which is fine... but many times it means that they

really want to come in to us and they ana really shy.,, so that is one of our

Ph i 1os oph ies/ we a 1s o do a Io t o f c o mm un ity ty pe e d uc at io n... s p eak ing
engagement... we have lots of reg.ue.sts for teachers for the community.,-
especially those who ana involved in special education and want to get their
ado 1escent students invo 1ve 0! in independent 1iv in g.,- s o when they are 21 they
are automatically out of school and nowhere to go and no resource:::-: to look
after yourself/ you have got to link them into some services-/ and possibly
into some schools too.*- to let them know we are here and we -ana a resource
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J'E i, .1 think that is a very important aspect of your work,, Something they
started up in some centres« I read a report.,. I know they were doing that
in Berkeley but they have had to cut that out/ because of the lack of
funding*, I think going to schools is really vital because that is where
«...»i-tt j •:::•••}•:.:::.t"-"l':you start

N e aNe are working also with the family group.,- doing some family consultation/ a
group of parents of handicapped children who wanted to build a residential
centre for their kids.r the parents are ».uorried about what is going to happen
to them,* So.r we went in an effort to try and explain the concept of

auvan «:•e.ge ot this k...rici ot T.niny« our pr•*...«»••..« «.«:::*»,« ...:::> r*u».- ::::-«„.i muLri •:::«. ^uws.vAun «...*

financing.,, but our problem is the re lease of staff time to be able to carrj:

all these things and do this balancing act/ that is what it really amounts

to and that is the real thing that we ana up against» Me have a real

(JbrotolerH/ we have been recruiting now for about si>-'. weeks-/ an independent

1iv in g s p e c ia 1is t .«• w e hiawa a r e a 1 p r o ta 1e m t r y in g t o i:: in d a g.ua 1if ia d
disabled person... whocou Id f i 11 the slot*,

•JE s Spec ia. 1ist .*• to what extent

IL specialist/ doing the same kind of the basicallyas I am doing/ working in
direct services ».uith an individual/ like obviously we would prefer a

disabled person and to get a person who has personal skills and a background

know ledge of resources« MOst of us on the staff have had an extensive

hackgound in e ither d isab i Iity issues or -Ji m Tuscher / who is programme

director of IL./ has a. background ivi guidance counselling*. Mine.,- I come

from a special ed« background/ teaching background/ so we all have a lot o

resources to pull on.,, but we ana i:indino) great difficulty in finding those

persons who can fill that bill.,, so we are being K^ary careful not to just g<

Shinto you ,, , ...
as> a teacher involved in some non direct services ,,«,*«„ and advocacy type
gr o u p s« T h is is a. r e a 1 d ii::f e r e n t 1e ann in g s it u atio n,, R n y g.ue s t io n s

•JE s The thing I am really interested in is the care attendant/ finding
them/ paying them and all the rest of it

What we basically do is that Colleen Starcroft is an IL specialist and was a
physical therapist and she' has had years and years of involvement with
persons trying to maintain a. PCR so what she has done.*- she is in the process
of with another disabled person/ one of the volunteers here.,. is to compile
a short vehicle of tricks of the the trade.,- how to do the kinds of things.,-
she is doing that right at this moment.,- I am not sure of length.,- time/ and
availability» But what she does for people who come here for services is

•to try to give them as much input a^ possible in relation to.,- they have no
ide a. aho ut ask ing for ref erences fr o m an i nd i«•.•' id u a. 1.*- afoo u t d iss e m in -nut io n of
inf or mat io n r e g.u ire d for the recr u it me n t of a. atten dant ..-• s o we g ive t he m
ideas of where to put their little fliers.,, tell people about the fact that

they are looking.,, she does a lot of role playing with them.,, interviewing.*,
maintaining and so on,, Colleen is pretty much at the moment the expert in
that area./ it is not really my area./ we are hoping/ ».ue have a state
representative/ Harriet Moods/ who is one of our county areas of St., Louis...
and she has introduced a bill in the state legislature that will hopefully
be passed as of July 1982 par-sons would qualify for monies for a personal
care attedant,, She has been able to convince, whoever in terms of her bill

that cost effectiveness wise that would be the road to go/ so we are really
banking a lot on herK If that does not come to fruition there are other-

sources I am sure. There are some other sources of funding from people
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that we work with..- we have developmental disabilities regional centre/ which
wo r k s M.i :i. t h p e o p 1e *.u it h n e u r o 1o g ic a 1 d is aJo i 1it :i. e s and if t he y h appen t o f it

into the category of cerebral palsy..- 'epi lepsy... autism or * .-, « then they can
qualify for «,,*,*, and also if they are going through a vocational
re h ah i 1itat io n p r o g r amma .*• in v o 1v e d in s c h o o 1 and o r w or k... t h e r e are f u n d s

available for attendant care.,- but there is not a. who le lot,, flany times it

is just by hook or crook,, The best chance is if they ana involved in Voc«
Rehab*/ either in training/ or sheltered workshop... or evaluation period.,.
•they ana still entitled to some attendant management type care.,- not 24
ho u r s / o f c o u r s e we d is c o u r age t hat f o o... t h e p o 1ic y is t o k e e p it m in im a 1.,-

on!y as much as you have to have

-JE :; D o y o u h ave any cor.t act w it h r e h ah,, c e n t r e s« In EIn g Iand t h at is an

asp e c t t !•"!at is d e f in it e 1y 1ack in g

Me do.,, if is usually the other way round.*- they contact us** Me ana getting

more and moore referrals.*- u.*e are real surprised and happy and gratified

because it is happening*, It has a lot to do with the community educator, we

ana d o if"ig and t h e s e r v ic e s w e ana g iv in g * T o d ir e c 11y ans w e r y o u r

vXuestion/ we try to contact all new patients... there is direct line.*-

especial ly u.«ith the Jewish hospital/ which has the biggest rehab- unit.

Colleen has a. lot more to do with this because of her background

• JE }* Training attendants* *, ,.- « Colleen

Yes* If is an area certainly that again we work with the individual on*

Most people have no idea hoiu to go about training,, Also looking at two

sides of it/ not only training the attendant but thinking of the attendant's

side of the picture and working with the person too.,- making them think of

the other side of things/ they often think only of their needs

J E i, M h at is t b is r o o m u s a d f o r n o r m a 11 y

Ma.i n 1y for staff meet i ngs.,. and or peace and qu i et » I use i t a. Iot for

initial evaluation of a person*,

The back of the building is a small library with a part time librarian/ we
are getting funds to hire a full time librarian*

U
Usually we spend between an hour and an hour and a half when an individual,

first comes in just getting acquainted.*- exp laining services what we have

available/ a question and answer sort of thing.,- but it is not just taking

inform at ion / but ge11ing them more in v o 1v ed« T hen we try and proJ e c t a.

short range and a. long range p Ian for that person/ talking about u.»ho they
might be working with* Bother person on the staff is a. part time

Occupational Therapist... she is a specialist in adapting equipment... and is on
vacation also* Then we have another referral person/ she is K^er-y much into

driving schools that work with disabled persons and adaptations to cars.*- she

often gives workshops in cooking.,- and any independent living type ski I Is*

She is one of the few people on the staff who is non~-disafo led

END
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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
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INTERVIEW STARTS HERE!

fls s e r t i '-.•'e aio Ie iood ie d w o m e n are n o t r e 9 ard a d h i9 h Iy i n t h is {'••'art o f t h e

country.,, so disabled assertive woman «« forojet it'.,, and I am 'getting

in c r e as :L n 9 1y f r u s t r ate ol i::or m y f r ie n d s

It ha.s 'to come.,- like for us.:, we need 'to do some'thin9 -for- *the St« Louis area..,-

like some of 'the things 'they do in California.,, "there is .just no way.*, we need

an audience.,, what I intend doin«i i'3 talking to a few people I know.,, that is^

the we.y to do it » .-, « .-.- „ » 'jiiioes on .about a. series of f i Lms eJoout sex « « « ,, »,

'$!o e s o n afoo '..41 d e s e n s if is a.tio n .r h it t h e m w it h e v e r y w o r d t h e y u.»e r e n e v e p

a.!. lo'.Meo} to use « » « Rosa. Lie Usney he Lieves that peop Le sre too sophisticated

-for tha.t and I think that maybe some are too sophisticated..- hut there are

some others ««» There is- two films been ma.de.r which I hope I can see..-

P e o p Ie u.« it h C P t a. Ik in 9 aho u t t h e ir f e e Iin 9 s as c h i Id r e n and t h e k in d o f

taboos tha.t they u.*ere exposed to by their parents.:- "then the second fi Lm i.s-

the same people talking about their experiences bs^ adults

Vs^J „»««»« continued» «»

see over«, «

u
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We have a guy who is., who went up to a. ^irl.r the wuy is disabled., with head
injury., he is in a. motorised wheelchair^ he goes up to this girl, who is
uery cute., i.j&ry petite., she had a* brain tumour when she was 18., so she isr
she is .just really a K.*ery cute looking girl., looked at her., and says., I want
you to be my woman« There is another person who went up to her" and said
things a. little more strongly* The point is., I know the ^uy personally.,
what he is trying to do is just assert himself., the other problem is those
girls have absolutely no idea how to relate to him., feel about it., they said
they get terribly frightened B.nd they feel this o^uy is some kind of a crazy
sexual pervert., and before you know it the whole thing starts to just
snowball and other people start talking „ «, it happens a lot with people who
have been disabled since birth., but it happens u.«ith people who have not been
d is afo Ie d s in c e fo ir t h

Ginis Because they miss that stage of development., you know sitting round
the corner reading dir-ty books., and all that stuff young people do

Or they did get caught doing it and got told it was really bad

^Hl think the problem is even more difficult for women

Gini s I think of St Michaels school for cripples., when they menstruate

they have to go stay home., u.ihat does that put in their minois,, They will

take care of them when their bowels stop., but they won'"t take care of this,,

fVT.o.

U
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JE s Max said we should talk to you about care attendantsn Getting the

money to pay for them* Pie car/'t base anything in England on California or

th e u n i ve r s i ty e x p e r ie nc e s., w e n e e d s o m e t h in g mo r e gr ass r o o t s

There is a. number of things., First of all we don't have any decent

att e n d ant Ie g is Iat io n i n t hi is s t ate to p ay f o r p hiy s ic a. I ass is t anc e » We

tried and there has been a piece of legislation through this last

legislature that does make some money available for physical assistance., but
it is not enough Bnd it goes through the state Medicaid system., it may foe

there will foe enough for a lot of lower level injuries., you may foe able to

get three hours a olay., hut you can't get the extra.,. So there is a. number

of ways of working this,, One is we put together an advocacy test for young

people that have something to benefit by getting some things parsed by the

state., like attendant legislation., one of the things they want to work on is

working with our legislators to either get that bill ajiiended or to get-

something better., because it is really a. sad situations The other side of

it is.r we have to make do with what we have right now., «.ue have people who

u.'ant to live independently any.May., so we are doing different kinds of

.things« There is a state funded asariry in St* Louis that is called the

i^&egionaI Centre for the DeveIopmenta. 11y Disafo Ied» Everyfoody makes up their
own mind i.uhat they M.«ant to do., we say.,* « "Do you want to live at home'?.,*«Do

you want to move out and get your own place'?., *.Do you want to have an
attendant live with you'?.,** Do you want to have an attendant who comes and

g o e s?.,« »W i*iat is it t h at y o u want t o olo'? T h at is t he f ir s t t h in g ,•• foe c aus e a

lot of people don't really know. « « and '^ar-y soon they are going., "So tell me
what I am supposed to do?" so we say., "No! This is for you to make this

dec is ion " «« and I a. Iways t a. Ik afoout fh is when I t a Ik ahout attendants.,
because it is very easy for somebody fo become dependent on some one else fo
get their physical assistance for them* So we throw it back to the

individual^ we say., "VOU decide what you want to do., when you come to a
decision that you ana comfortable u.«ith., then t.ue can start working in the
direction"«

What we do is we talk about what is in their neighbourhood community that
might be? a possible source oi' people.?— who ana unemployed., or people who ana
maybe Do Gooders., or students., whatever* Fir-a there some local agencies that-
piace people? That find jobs for people* What do you have to work with
-that is already the?re so you olor/'t have to go out and create something else?

l^J Find that is everything like church groups, highschoo Is. .. Some people talk
about advertising in the newspaper but you can do that if you ana really
ski lied at screening ca11s and i nterview ing., fout if I am dea Iing w ithi some
one who has no experience., I suggest that they dorr" t try the newspaper,, If
you use the newspaper you get a lot of response, but the people «.ue ana
d a a Iing w ithi ana s o olesperate to ga t he Ip « ,, „« you caxi progress to that
later on., and we present it as an option., but we really say., "Don't"„
11 Stay a.M.ia.y from that until you have a. little hit more experience., foecause
you don't know u.«ho is coming in your house",, Then we talk to people about
the kinds of things that you ask an individual., the kinds of things that you
ana looking for., and I have every foody write up a Job Description. It puts
an individual in the position of having to organise what your needs ana and
rea 11y giving th is some ser ious thought., because peop Ie Iiving withi parei"its
or in an institution* They take things that could easily be missed for
granted* They list those things and do a. jofo description*

The other rea:son I encourage people to do this is that., during the
interv iew., the interv iew is ol iv ided in two pants« The f irst p ant is a. t ime
for discussion when you get the person fo talk to you* Vou get them to tell
you about themselves., the kind of questions you ask get them to start
talking to you, and then., at the and of that., '-".that can go 5 min* to 15 min*
depending on how talkative you are and how talkative they are) , vou then
start talking about what this jofo is arid details* My feeling is there is
no reason to sit there and tell somebody u.ihat your bowel routine is and what
your b Iadder rout ine is and ho«.u you go afoout it if you have got no des ire at
all to hire this person* So what I tell people is., if after the first part
of the interview^ you don't feel good about this person., you then say, "I
wi II Iet you know what I am go ing to do''.,« „ and get r id of them» Bu1 if you
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think the person might foe a good possibi lity., then you go into the second
part., which is where you really explain* Vou pull, out your job description
and go through if and say., "If there ana any g.uestions you can ask them?"
The thing about that is if they see this jofo description and they agree to
take the jofo., it is in fo lack and white what they have agreed to do., and if
problems come up at a later point in the relationship., they can relate back
and say., "Well you know you agreed to provide this service., I am paying you
this amount of money.,«« O.uhich is also on the job description)^. « you agreed
to work 'these hours and you are not doing that and I am going to have to let
you go., or we need to work something out here"* ., But it is another handle

for them* It is also useful for people who have difficulty in
communicating, it makes certain things c lear

JE a Do you have guidelines to help them?

Unfortunately., because I am only there two days a week., the guidelines ana
in my hea.oi., but there ana three or four on the market* We use an
evaluation form too* This sets out the maximum time it can fake for certain

functions., we encourage people to use the evaluation form and job

\ydescription* Like a. contract., but usa the evaluation form as a delineation
of all the things the attendant will do., taut we also encourage more than one

attendant., so one a.tfendant me.y not foe do irig fo la.ololer cane., lout another

attendant wi 11 foe* « «

Gini* I know people who use 3 or 4

Ma**««« has 18 aweek« She likes lots of people coming in and out the

house* It is her preference

Gini s fl different high school kid every day after school., another one

after dinner^ and people throughout the weekends.r and older women in the

morning

The nice thing about having as many as you can handle is that you don't burn
out one., that's a. real problem ».uith attendants

G ir"i i « S o m e p e o p Ie c an d e a. I o n Iy m.« if h o n e p e r s o ri

^ Jj ojo tell people., especially initially., that it does not make any sansa to
on Iy th ink of having one attenolant foecause in it ia. 11y they may ha.ve profo Iems.,
if somefoody has never ole a. 11 u* ith a.ttendayits Ioa fore., the ir f irst few
experiences ana not gong to foe that great* Vou can sit and talk it over.,
read hooks and everything., tout until you have actually been through a couple
of relationships you olorr't have any real stability there., so I tell people
that you have got to think in terms of getting at least two.,, one can foe a
main attendant., one can foe a backup., if that is the way you want it to go.,
or you can split up the load so that you can rotate., they get e'-.-'ery other
weekend off., so I think also from my experience as a physical assistant., I
wear a. white hat., in the office I wear an attendant hat., it is because you

can burn a person out

Gini s One thing that is extremely valuable ana former attendants, «.uho
leave to get married.,- go to school., i-f you keep in touch with them., make a.
friend of them., keep their addresses.r in an emergency I have seen people
come from one and of a big city to another to take care of somebody and stay
for a u.*eekend.r i"^ they have established a good relationship,, Vou must get
this relationship to make people want to do what you ana asking them to do

When I aii'i working with somebody I spend a. lot of time with them and so I
pick up things from their personality* If I pick up tha.t this is a. person
u.»ho has a tendency to be demanding.!- I call it to their attention and I let
them know* ,,,,* there is a way that you have to relate to these people,, They
<PCFD can turn right around -snd walk right out the door., so you have to be
sensi'ti^ja., you have to tell them when they ana doing a good job., compliment
them., be thoughtful., take them out for a. hamburger., do something nice «««
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P-le have the saxaa kinds of problems, it depends on your attendant, it depends
on whether the person lives with you or not, I talk with people about being
flexible, your attendant might want to go out late, you might have to agree,
since they ana >^oin^ to be out till 2 am, you might go to foeolear ly one
nighit, to give your attendant soma he Ip* If your at tendant Iives in, or
mayfoe if your attendant is a single person — would not mind spending a
night,so that when you come in late and **the other thing is, if it is going
to foecome a. regular habit, maybe you can work it out with whoever you ana
going to foe out u.»ith« The thing about having a number of attendants is a.
good idea, because the attendants do burn out, by and large, if you have an
attendant who is a busy person, or a student, they ana not going to stay
around that long, because being an attendant is not mind challenging work
and it certainly is not a way to get around in the world, maybe for you but
it is not for the attendant, so if you have those kind of people you have to

e x p e c t t h at y o u r t u r n o v e r is g o in g t o b e p r e11y h ig h« T h e o t h e r t h in g t hat

I was opposed to initially but we are trying it out- to see how it works, is

to utilise people «.uho have a disability themselves as attendants, but could

_. be attendants, and just see what happens

w
U in is Uon McUuin had a L-P for years who was tot a. L Ly unemployed by anybody

else and she could get her out of a rocking bed and wheelchair, and it was

afosoo lute ly incredible how « „ * ,, and I have also seen blind anol wheelchairs a

number of times, and another thing I have seen is people who are mentally

ill, you go to the chaplain of the mental hospital, axid ask for somebody

stable who is going out with nowhere to go, one girl I knew just got herself

supplied for a lifetime with attendants like that, but you have to watch

that, but you have to know tl-Ve source, you know the chaplain, this is i.uhat-

is important, get to know the sources, know somebody at the school, high up

The other thing about living ir\.,- you have subsidised housing in Eng land

don't you, well, one thing that is a workable deal is there is a. woman who

moved into an apartment and the apartment is subsidised so she only pays 25"-*

of

$32

payiii

an

Kstrok

ano

the woma

JE« There's a couple of pilot schemes like that going on in England at the

mo m e n t, us in g p e o p Ie w it h m e n t a. I d if f ic u 11 ie s t o hie Ip o u t

here

consider it, I'm not saying you have to do it, tout i--^ a. person has no money,

you have to think of the options, and I say this is not the only thing that

you will toe able to do, tout you have got to think about it, some of them say
yas.r some say no, I'll live with my parents and put up with their nonsense,

or I' II. move out with a. retaroled person, so it just depends what each person
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wants to do

There seems to foe some controversy in this country about whether or not a.n
Independent Living Programme or any kind of an Agency that serves the
disabled ought to find attendants and screen them and train them arid have
them available for disabled people to come and get* We ana not clear on

t.uha.t way to go here* When we first started out we had an attendant
training programme, I argued with the experts and said, you've gotta train

attendants otherwise they ana not going to last, and they said you ana
crazy, if you train them * « «

011o » W as it y o u r pr o f e s s io ria I foack g r o u n d t hat m ade y o u t hi in k t h is

What did make me think that, maybe it was, I think one of the things I

thoughit was there is so many d if f erent technig.ues Iike chang ing catheters

and bowel routines anol all this stuff, my thought was, if you bring a. person

in cold turkey and say OK you've gotta do my ho«.ue I routine, they ana going

to go * * * I can't do this, lout if somebody takes them aside anol sits them

doujn anol says, let me tell you u.*hat this is so you don't get scared out of

i jyour- mind* I thought this would work, well what happened was wc- had a
couple of training sessions and we trained these people and I did the

tra.ining, none of them wanted to be attendants after that, none of them

011o « I s p e n t a y e an w r it in g a. t h e s is aho u t t r a.in in g att e i"id ant s« I

believe it is the professional background, you cannot believe that people

without any qualifications ana able to do this, while you have studied for

y e an s

Ginis But they can, they can do it better than you can

That's u.'he.t I'la^p'anadu -z»o i.uhe.t we ended up doing was, one day I se.id fo

Max, listen, "What are we doing?11««» « we stopped it* When I go round the

country, and I hear people saying u.'e have gotta train a.ttendants, and I e.m

sitting there saying, we did that, it does not u.*ork, and they ana going,**

"Well maybe what you need to do is * *«" Do you know what they ana doing

in Houston, I don't know if they ana still doing it, they have gotten a.

local junior college to give credits to people who go through a 14 hour-

course in how to foe an attendant, the centre there goes and teaches the

\Jcourse and the people who sit on the course get certified! I said we 11
first of all it does not work, we tried it, TRAIN THE DISABLED PEOPLE, let

them worry about it, it is their responsibi lity* If you train the
atte n d ants , t h e y foe c o m e d e p e n d a n t o n y o u * I s a.id t h e fo ig t h in g is if y o u

put somebody through a course, you give them a certificate and they come

out, "I'm certified to foe an attendant", they ana '^oirv^ to want to work

full time and they ana going to want to foe paid a decent salary«»*foecause

they have got this training* And I said even if you teach them in this

course that you might get three hours here anol four hours there, when you

ge t o ut, if t h e d i s ah Ied pe o p Ie ana n 't tr a ine ol u.»h at d i ff er e n c e olo e s it m ake ,
because they have to know how.« « « «

If the attendant has toeen trained they are going to come in and say, now I

know how to change a catheter- and we ana '^oi\"\o\ to do it this way* The

other thing that happens, we did this training programme and at the same
time as we were training disabled people, I u.«as spending hours training

disabled people, after a. 1.1 this u.*as done and the disabled people were

trained and it was time for them to go out and find their attendants, I had

said to them u.*e have trained some people as attendants and you could call

there and get some names, you could interview them yourself, so what did
they do, they called, were ^i'.-'an a name etc* and then they would come and
say I can't find an attendant, have you got any attendants, and they ana
siftirig f lounderirig around because they don't have any attendants, and I

said, I told these people it is their responsibility, they have had the

tr a:i. n irig , t hie y k n o w hio «.u t o f in ol t hie ir att e n d ants , t hie y h a.v a to g o o u t and
swim* So Max said, what ana you -^oin^ to do, and I said, I am going to

tell them to go and find their own attendants, I don't have any attendants,
so next phone call came in I said I'm sorry, I haven't got anyfoooly, you u.»ill
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have to find your ou.»n a.ttendants, you know there were two people with severe

L«P, both of them ca. llec-l me inside of a. week arid sa.ic^, have you got any
attendants for me, 1 said, no, sorry, we ana not even doing that any more,

inside of t».uo weeks, both of them had attendants- I thought, well, that is
the end of that argument, you just train them <the disabled.'* and let them go

off and do it

Ginis Vou should not foe training them, the disabled it should foe done at

the rehab* centre* That is what they ana doing at Noodrow Wilson

They don't do that here in St* Louis. They don't know the first thing*

•i»ome peop Le just have good common sense* It doesn't seem to foe just

whether you have a. disabi lity since birth or- a. disafoi Li"by tha.t occurs later

in life* Lucy has found it helpful, she has some questions we ana going to

ta 1k over , fout the smant th ing ahout Lucy i s , and paop Ie Iike her , if they

know they have a problem they will go to someone who they know can help

figure it out, and there is a lot of people who won't do that, but they keep

coming back to you saying OK I've got this problem, are you going to solve

it* My approach is.r no, that's your job, you solve it, and they do* If

\jthey want to make it they u.»ill do it* I ha.d a real hassle with a woman on
our staff who is a. dynamite woman, she is sharp, she is everything, but she

felt that this woman who is a quad maybe in her interview with her attendant

did not make a. few points clear, she haol the a.ttendant come back and she sat

down with the attendant and with this disabled woman and the three of them

talked and it turns out that this woman had maole her points clear, so when

the people left I said to her listen we have got to talk about something, if

you think that she did not make her point clear to her attendant, you should

talk to her about it and explain what your concerns are, so that she can

then go toack and do it herself, she said yes but I don't think she really

knew how to do it, so I said where did you end up.r she said well she made

her point c Iear, anc^ I sa.id see u.*hen she is finished u.* ith us we ana going,

we ana supportive, but she has to deal with things herself, it is her

responsibility, anol i^ you have that attendant come in and sit down with

y o u., y o u ane t h e n s e e n as an aut h o r it iv e f ig u r e foy t hiat att e n d ant, anol y o u

totally steal her thunder, you sitting there a^> a representative of this foig

o r g aj-"i is at io n , and t hiat p o o r little c r ip p 1e d Iady , and t h at att e n d ant is

going to relate to you* Find I said, the problem is you had to pick the

o -{-• -f :j. r e n e x t to m in e t o d o i t, and I h e and y o u » « « T h e «.uh o Ie p o in t o f IL is

I J that people come to an IL programme because they ana expecting something

different and some of them come because they want to go out arid do their own

thing, some of them come because they want us to take care of them, but to

everybody you say the saxua thing, OK you want to live independently, this is

your life, you better start making your o*.vn decisions, we wi 11 feed you. all

kinds of information, we will throw options, alternatives at you, we will

let you use our phones, we will listen to see how you say things, tell you

how you can say things better the next time, taut it is your life, you have

got to live it* When the day comes that you have got everything out of us
you need.r when you go out, that is it, you can ca 11 us back for this and

that, but you ana on your own, you have got to foe ready for that, and there

ana people who frankly can't deal with it, there's people who just never-

come back, they may later on, tout they ana just not at that point yet,,

We lay out all the things we can do, anol we say what would you like to work

on first, you make a. list of the things you want to do first, second, third,

if they stop coming, we say fine, if they call three months later anol say

I'd like to come in we say fine* We try not to toe in a position to judge

people, we don't try to tell them, "Vou have to «.uork, you have to go to

school, you have to this or that",** we just ask what it is they want, and

often they will say I want this and this, and after working with us for a.

while they u.«ill say, "Oh, I think I might like to do this too"*

•JEs What about people who have spent a. long time in institutions

This lady I have been telling you about who is quad and has got this

attendant, she just moved into her apartment yesterday, she has been living

ir\ the county hospital for ten years, her name is Mary, she has common
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sense, but for years she did not care, everything was done for her, her

fam i 1y unt i 1 1ast week sai d she was crazy , to 1d her shie shou 1ol no t 1eave tha

hospital, she had no right to leave the hospital, so with her we had to

start from basics

Gini « I would a.Uuays use one example, a spina, bifida baby who wa*>
abandoned by the mother and she was there for 26 years in hospital, until

one therapist, said wouldn't you like fo move -out, and she taught her

everything, took her shopping

END

^J

^J



Maggie Shreve/Kanses Ci 1 -.1.-

The Whole Person is a. yo luntary organ is-air- ion which s tan"bed about three years

aso„ fl man w it h M S and h is u.« if e b as- i c a. 11y g o t it g o in g and t he n g r-adu a 11y

other people joined ivi» They have been doing mo luntary projects -for some

"time* They had a pane 1.,• speakers bureau .r of disabled people.r one group u.«ho
u.ias p h y s ic a 11y d is ah 1e d and t he o t h e r g r o u p h as e x p er ie n c e d m e n t a. I

disabilities and they were going out to schools and churches and then they

started i.uorking on some other things such as incorporating disabled people

in t h in g s s u c h as r e h ah» t e am t r a in in g .,. and o t h e r e x amp 1e s« T h is a 11

s tented t hr ee ye ans ago« 11 is a. 11 v o Iun tary .r t he re is no o ne be ing p a.id .r
but Paul Levy.,, who is president^ was basically working full time -for nothing
from his home* He also started to put together a. news letter lP and I think

he probably gathered together a^ary name he could -find in Kansas City and

put it on the ma.i ling list originally.,, got the board together.r incorporated.,,

basically got the word around via the newsletter and it still comes out

a'jary other month« It is really well written- That was beginnings.,, then

they got into some Section 584 .r they -f i led a suit against the city.,. Brid they

tiled a suit against the University of Missouri^ Kansas City..- and they -filed

a. suit against ona other group.,- who I canr't recall* They have won every

suit.,, they have all been -found non compliant and they have made corrections.,,

though not ideal corrections^ at least the University is still aw-fu I!y

v ) n^,cc*e~*s*k-1 ^er "^'"**e':"' ar'e *::r•:'' •'•n'%" T^e-:"' ''J^••'e °ne a• '•" '•"°rney ll1 °r'^':-*-n'••# ,M :'- ^''} *:^em
anc4 I have na^ar met the man.r I donrt know i-^ he is still acting.,. I know he

is s t i 11 a. m e m b e r o -f t h e o r g an is at io n,, T h e y s t art e d c o 11e c t in g d u e s .r s o

there was a membership structure.r membership elects the hoard* That is
pretty much what was going on before they applied -for a. Title 7 grant to set

up a CIL« fit that time they also started to do peer counselling Bnd they

started a trauma, line,- which is a 24 hour crisis intervention programme and

they have disabled people that will respond if a disabled person calls in on

the line* It is- the same number as Human Rescue.,, which is a 24 hour crisis

.j j...,"!-,^}-!...»ent :i.on service.,, so it is a. kind o-f o-f-fshoot o-f it for the disabled

person« That is i.uorking very well«

Then they have also done some projects regarding accessibility* The Whole

Person advisee! the Hi gharri Regency oyi their designs,, It is still our most

accessible hotels I don't think there has been a. great deal of technical

ass istance g iven except on very v&ry 1ange projects 1ike the H igham .r f hat

was obvious.,, there was going to be this luxury hotel Bnd there was

abso lute !y no reason for not seeking some disatoled individuals advice on
accessibility^ so that went ^any well* They got the grant for the Centre

i jlast September from Rehab» Services fidmin« .,• a whole $2@©.r@@@

•JE ;; Is t h at e n o u g h

That is plentya Right nou.i it is plenty„ They did not have to go through

the State Rehab« Agency because the State of Missouri chose not to apply

Ba n n ,, and I think our centre is pretty rare because of tha.t.r there ana only

a total of five that have direct grants from Mashington.r they dorr't have to

ojo through a. %»»ta.te e.gency

•JE« Do you know the other ones

, . « « La.M.»rence.r Kansas^. Vibernum.r Missouri « „ „ I think the League of Human

Dignity.,. Nebraska. The others are in other regions and I .just don't know

what they are,, It has been very nice for me.r I came from a. GIL in

Massachusetts.r where we did have contracts with our state agency Bnd it .just

ma.de things much more complica.ted than they needed to be„ .1 see it bjs a.

waste of time and anantyy» The Mess* Rehab« H'^ency e.s fan as Sta.fe e.gencies

go is probably a '•.^av'y good one.r because they do serve the most severely

d i s ale* 1e d p o p u Iat io n« B u t «.uh b.t I d o f in d in l<aris as snd M is s o u r i is t h at

that is true.r people who wou Id normally be accepted as clients in Mass« are

•'too severely disabled*1" i\i Missouri and Kansasand that is really crazy«

Thev a. Iso have better support services there« Uur centre has been

operational since mid January.,- our staff is together.r our programme is
together.r we Br-B getting a lot of referrals.,, but now 1 see my .job b^- the

P r o.je«::.t D ir e c t o r b*> r e a 11y w o r k in 3 o n t h e s u p p o r t s e r•v ic e s«
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•JE i! Mom.i many peop le do you have on the staff

Total* 7 full time paid.,- 6 full time summer employees doing a housing

survey and u.«e have one full time volunteer volunteer corps leader and one

pant time volunteer vo Lunteer assistant corps leader'« yo there sre rea. Lly

only 7 of us.,, though we might have a. new contract with another private non

P r o f it w!-!o m ay h e g e 11in g a. 5 8 4 t r a in i n g and t e c h n ic a. 1 ass i s t anc e g r ant *

If they get that grant that will expand our .staff.,- we will be pant of the

training and technical assistance programme* Right nou.i I like it small

•JE« Vou don,r t want to get too big too fast

I,rve seen that happen in other centres and if you don't get your

organisati.on and act together before you start to grow.* you can*' t p I.an your

gro*.uth.r you tend to start tripping over yourself and wha.t I he.ve seen happen

is that services to individuals fall off* I get real worried about that*

I see my job too a^ training a. disabled person to take my p la.ce.r because I

r e a. 11 y w ant t o g e t in t o a p r o b 1e m t h at u.»a:s n e «.u and d o t h at in it ia. I p 1ann i n g»

When everything is rolling well that is ».vhen I want to leave and do the

same thing somewhere else* * * *„

^
I talked to the new director of the Cincinnafti programme.,, same old

problems.,- t.uhy do they think they have to re -invent the wheels there is
information available,, even though it is informal*

6 in in In flrizona.r I have two extremely good friends there .r one of them a.

para.r she called me up and said.,, we have got our CIL.r we have hired a nurse

and a. social worker.,- I said/ what a.na you doing with a. nurse.r do you want a.

nurse telling you u.«ha.f to do* So they hired a nurse.r not disabled^ a

social worker.,- not disabled and a. director.,- not disabled and they think they

have a. CIL* Right nou.i.,- they fi.uo leading disabled in the city ana fighting

so.,- she has got off the board. She is splitting the disabled community in

half

Mass* has been doing this for 7 yeans* That conference I went to on «»* *

The deputy director of VR in California..,- Caroline Brash.,, was talking about

»*« -for Service* Now this is really important information.,- most directors

o f CILs d o n rt h a.v e a Io t o f m anage m e n t e x p e r ie n c e y e t .r t h e c o n f e r e n c e w a^- s o
good because if was going to direct that issue along* She sat up there and

i/said she did not know of any state where they ana funding peer counselling
or getting any fee for service money for medicated * * « » They ana doing

bo t h in lv!ass» * * * « T h at is m y p r o b 1e m «.u it h E 1me r Bante 1s r I k e e p say :i. n g h e

is not a. consumer.,, he keeps saying) he is.,- but I keep saying he is a.

c o m m is s i o n a r« M e d ic ate h a:s h a a n p ay i n g f o r p e r s o n a I c ana i n iia:ss» f o r o v e r

five yeans and that is a fee for service and she did not have that on her

list and I thought.,, that does not make any sansa to me at all*

'•. ta.pe turned over

ftss^sj4Lilv'e -^b le bodied women ana not regarded highly ir\ this part of the
counfr•TlNsDciisah 1ed ass ertive u.«omen «« forget it .r and I am ge11 ing
iyiizraa^-i ng ly^fr^^trated for my fr iends

I has to come.r like torN^r we need to do something for the St* Louis area..,-
like some of the things the?*^lQ^in California..,- there is Just no way.,, we need
an audience/ ».uha.t I intend doirr^ifita Iking to a. few people I know.,, that is
the way to do it «*«««* goes on abouN^^a series of fi Ims about sex *„* *»
goes on about desensitisation.r hit them wHb every word they were neMer

allowed to use «»» Rosalie Osney believes th-s^^^gpp le are too sophisticated
for that and I think that maybe some are too sophns^icated.,- but there are
some others **« There is two films been ma.de.r which^j[^4ij£»pe I can see.,-
people with CP talking about their feelings as children anc^^^^be kind of

taboos that they were exposed to by their P'anE'n^-s-j- then the secc^^wsoL f i 1m is
the same people talking about their experiences a:s adu Its* * * *END.
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un a t h ic a 1.r I t h in!-:: t h at i s the k in d of s1r aw ho u s e that c ou1d c o 11aps a.,- it

could hurt all of us if we were found to be misappropriating funds.,- so those
are my three concerns.,- but I have never been there*

Gini s Vou wi 11 run into this in Berkeley.,, great hosti lity towards

non—Ca 1if orn ians.,- non—d isah 1ed ^-und non a 1most anyth ing e xcept thamse 1'..-'es

4a« .1.

« « „ M When I came to work in ««,,,««,, centre.,- there were all these folders with

n o 11-! in g in t h e m« I a^:-k e d e v e r y foo d y.,. I s a id w h y c an •" t w e p u1 t h i n g s
together so we have got policies.* got procedures..-- we can always change them,*-

he says that as soon as you do positive procedures you become a bureaucrat«

...........has this huge place.,- a farmhouse in Mass,, and you go in and you

say.,- is this a CIL.r relaxed.,- sort of a mellow groupr western Mass« is sort

of a. me !. Low p lace

•JE « What other centres have youworked at in Mass,,

Just r «* « « « We had one week when we were threatened by Medicaid on our

k first attendant programme..-- we got together" b^e- centres.*- the five that were
e.xisting a.t the.t time.-, 1 hey were ho !.c*-ling back pa.yments.,- and there were a.

number of systematic counter programmes going on and if was the first time

that the centres were able to get over their own turfy issues and sit down

with each other and talk.,- and when we realised that you all had some common

issues.r it was great and we met like once ever.v six weeks.,- so I got to knew.'

the other programmes really well* I never got to know HE and SE Mass,, very

we 11 .r I got to know Worcester ar\d Boston centre very well.r and then when I

came out here 1 tried to do the same thing.,- on the Kansas side.,- and that

group has gone.,- like four directors.,- we meet every six to eight weeks and we

talk about advocacy, and p lanning and a. lot of things that we know are going

t o aff e c t o u r p r o g r amm e s and w e c an'" t d o a. 1o t in CILs if o u r «:::. o m m u n it ie s

can't change.r and our communities can*'t change because the laws ere screwed

up- then u.*e have got to go and change the laws,, In Missouri we just met

for the first time last week.,- the three programmes in Missouri/ so I am on

both sides of the fence*, *:n»o i. hope we can get a^s much done a^> I fee !. u.*e

.%ix~-%u getting done in Kansas« R good example is we are supposed to be

getting referrals from the Voc« Rehab« agencies.,- we don't rea. 1 ly have a.

contract with them.,, so there is really no obligation that they should do it.,-

( /except for the fact that the regional and the federal structure sits on the
s t a.te e.ge n c y and s ays n o u.{ w h y ana n *' t y o u,, W e I**"! a.*..-'e h a.d o n e r a f a*r r a. i f r o m

Missouri Voc, Rehab,, .,• we have had 25 from Kansas.r Kansas is one third of our

sei*"'V 3. ce

•JE ." S o w h a.t e 1s e d o y o u d o t o g e t r e f e r r a I.s

We have just done brochure mailings and presentations t«3 hospitals« We

have done pretty well.* we get about one a day.r about half of the people that-

are referred to us.,- we ask for self referrals.,- sometimes we get them.*-

sometimes we don,rf.,- about half the people that we meet tend to stick with us

for a. whi le to work on some issues.r half of them I think expect us to do

everything.,- we worr't^ we say we ana just here to help you organise the

s t r u c t ure o f u.ih-at y o u are t r y ing t o d o .r b u t y ou ana go in g t o h ave t o t aka

responsibility for it yourself.,- they usually drop out. The Whole Person

has a housing project being foui It.- 26 units.,- it is going to be a. mixture of

able.r disabled.- on 202 „

JE;; Is that difficult

Ves.r it is difficult,- almost impossible., Well it is not against the la.i.u.,. I

think they had to take a o!i fferent perspective a » « t» „

END
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Th e wo rs t t h in9 is to toe c o m e 0!e p e n d e n t o n 9 o v er n m e n t f u nd in9 .r h a r e t«:::»«::••!ay .,-

9one 'tomorrow« In this country government 9rants last tor a. year.r ma.ytoe

three -years... and it' you are lucky you might get extensions tor tour to five*

They only 90 to demonstration programmes« What is ironic is you
demonstrate the need.r you demonstrate how to fix the lives ot the people you

are serving the way that brings them out ot institutions or provides them

wi th independent 1iv inoi B.nd they 90 on to vocat iona 1 trai ni ng or 90a Is that

they set tor themselves* The government says OK.,, you proved it.,, and that

i :••:*. it» V o u Io o k aro u n d .,• 1ik e .,- w h e r e ar•e mje g q ;{. n g f r*o m h e r e .,- and s u d d e n Iy

you are Ie11 ho 1d ing the toag so to speak» The pr ivate sector in th is

country are made up ot "foundations* Foundations have the same phi losophy.,-

they call themselves seed money grants* They provide the initial money for

you to start up.,- then they expect .you to carry on after that,, I guess they

figure you can develop some sort of funding base that is ongoing and that

the money they give to you is just to start up in the interim until you do

that,. Well they dorrrt fell you hou.» to do it.r how to find this money.,• so

you are left up to yourselves* I have been learning from the '-..'er'y

beginning.,- it is all trial -Brid error.,, quite a toit of error.*- a lot of

o tos t ac Ie s t h at *.ue h ad t o o v e r c o m e .,• s o m e t h at *.ue s h o u 1d n e v e r h a.ve h B.d t o

/ Overcome* We have had to scrape .r we have had to hustle.,, we have had to

^-"tiome up with ideas ourselves..- we are c-ieve loping our private funding.,, to
reduce our dependency on government funding.,- it takes a long time.,, we are in

existence now since 72* We Br-B still c!ependent on government funds..- it may

take another .1.8 years toefore I could say we could even {•"•educe it toy 5@"»*

We are deve Ioping our corporate contacts.,. corporat ions of fh is country are
probata Iy the worst of the lot as far as giving to the private sector* Of

all the money in this country given for charitable purposes they give the
smallest percentage,, That needs to be changed around* We are working on
that and we are beginning to get more and more money from the corporate

sector * 0ur whee 1cha ir repa ir s hop is ge11ing more and more prof :i. t a.ta 1e.,. we
are trying to get into sales of other items than wheelchairs.,- taut again we

are f ig h t in g 1o c a 1 tau s i n e s s m e n .,• *.ue ar*e f ig h t in g t h e r u 1e s and r e g u 1a.t io n s o f

the corporate that supply us with the goods.,, so there is a few things that
we have to overcome* If we do that I think we could go a long way towards
s u p p o r t in g o t h e r p r o g r amm e s in CIL« W e are d e v e 1o p in g o t h e r k in d s of

fundraising methods/ from benefits ano} stuff.,, other ideas that we u.»ant to

get into that could generate income.,- reduce our dependency on foundations-
arid government* We have been successful in getting a pot of money passed

1 ~tay t h e s tate of C a 1if o r n ia t o s u p p o r t in d e p e n d e n t pr o g ramm es * 11 c o m e s o u t

^"of the governor's budget.,- if is taeing administered tay a statedepartment
ca 11ed th e de pBr-1me n t of r eh ata i Iitatio n« They adm in is t er t tae mo ney« Th is

could make it a source of ongoing money for the first time in the history of
disability^ it could tae a permanent source of money.,- at least for California

programmes* We wi11 tae starting a study to demonstrate the effectiveness

of our programme.f how it affects disabled people's lives and preparing for
employment,, The legislature wi 11 probably take kindly B.nd say we 1 !.«- this
is a good programme.,- we need to continue it.,, and therefore it becomes a

permanent part of the budget every year.,- i.ubich will toe a great relief to all
the programme people* It wou Id toe a nice percentage of the total budget
that we picked up protoato 1y.,- which is a good feeling because the programme
directors.,- for the most part.,, that run ILPs.,- probably 78K of their time is
worry ing over where the money is com ing from,,

•JE u Max Starcroft in St* Louis said the same thing about spending all his
t ime rai s ins money

Max is a relatively new project.,- it is even more difficult when you are a
new one like his* If you establish yourself you get that much credibility
with those who have got the bucks* We are not an agency like Eastenseal.,,
where they can go out and raise millions of dollars.,. u.*e are just starting
brand new.,- competing against that sort of thing* We are at a disadvantage*
CILs been around for 18 yearsjr and we have been more successful^ like.r since
J'Br\ of this year up till the Bnd of this month.,- u.«e .have raised from all kind
of ways.,, in the private sector.r $138.,.086 which is not too bad* It takes
p IBnn i n g.,- it t ake s d e v e Io p m e n t *
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One i.uay to do it.,- we have deve loped an alternative board called our advisory

board.rfriends of CIL.r made up of local businessmen Bnd community leaders*

Unfortunately they are middle businessmen and leaders.r not the ones who have

got the real clout.,- taut these guys can help us raise money..- and they will

taecome more pant of us and more active b.s time goes on* The real ones are

the head of corporations like Klorox.*- Levi Strauss r Bank of America,- Crocker

Bank..- you get their presidents to serve on a board of trustees and that is

the most difficult* First of all you have got to have an entree.,- they have

got many obstacles in their way* The key is to get hold of just one of

these guys.r once you get hold of one of them.r they bring in their peers.r

then you really got it made.r that's something that I think all of us are

shooting for* We are coming closer and closer* I have known one of the

sons of the Levi Strauss and have developed a good relationship^ friendship^

in fact he is the vice president riow of our local baseball team.,- we want to

get the team to do some kind of fund raising benefit for us in the coming

year.r and that is entree f oh is father.,- and up to Levi Strauss*

I think t.uhen we came together.,- if is not to deny able bodied.r taut I think

the way of thinking of the programme ha.s to come from the disabled

. themselves.,- that is important* flta le bodied people feel hurt and left out

^*"Toeca.use they ere working "there and they think.,- you mean I won't ever be able
to become a manager on a director here* But they got ti.uice b:s many other

opportunities for that.,- to maintain that kind of control that is the way it

has got to tae at the CIL* Vou don't get men running women's programme:-::: or

whites running blacks programmes./ I think that is important* I think able

bodied p©op le tae.ve a. p la.ce in a. -sup*porting ro !.e and lending their expertise.,,

tout then again I think it is up to the disabled people to decide whether

they t.Mant to use it or not* Like our board of directors.,. iue star"bed out b.s-
a consumer boards we tae.d no know i.ledge of how to be a. board member.,. BX"\y more

than we ha.d taa.ckground of nuvinin*^ a. p'rogramme* One of the weaknesses of a

consumer hoard i:s they tend to get involved with the day to day running of

the agency .r taecause they think they should tae involved iv"\ all the decision

making on a daily basis.,- which is pure bull* There are certain rules that

hoards have and they shou Id tae maintained.,, many consumer groups go through

that sort of problem.,- most of the others have too* I think.,- though.,- it is

important for the majority of the! people on the board to be consumers
because you don't lose that contrbl* I think though there is a place for

afo le bodied peop le with expertise and background in that area.,- like peop le

( ^with legal backgrounds.,, accounting backgrounds.,- business people who are *»,,,,
^""Lets face it.,, you are running the programme like a business.,- so you need

peop le with that kind of background,, Again the majority of the voting

power should tae in the hands of thedisabled person*

«** they get things a little easier than other members of the

P o p u Iat io n« » « » « 1ik e e v e r y t h in g h ad t o h ave a v o c at i o n a 1 t ag t o it s o m e h o w...

if you did not have that you u.»eren't worth anything.,- you've got to have a.

job connection.r or training.,- there is a strong work ethic.,- like saying

you've got to have a job or you're worth nothing* We have been fighting

that saying.,- if a person can maintain his independent li^'in^ life style and

that in itself takes all his wits and resources.,- that is sufficient.,- that is
worthy* I lived from I960 till I moved to Berke ley.r about 19?n0.r all that

time I lived on my ou.»n.r independently* I don't think people comprehend the
s..j.ress 0..j:: ^j...}Hrj::B j would go to bed at night thinking.,- if my attendant don't

show up next morning.r if my attendant gets i\'i an automobile wreck... what am I

going to do.,. I don't have anybody else I could call.,- nothing* I had

attendants who would come dragging in,r because they were sick or had

h ang o v e r s.,- t h e p ay «.uas n o t h in g .,• i f• w as amaz in g« In h e d I h ad n o 1in k w it h

the outside world* When I am up I can phone.,, taut in bed I am helpless*

***** demonstrates phone.,- based on executive phone «,,»«» for a long time I

had to pay $12 extra a month for this.,- now it has been cut to *6«59.«- so. my

total monthly charge for the phone comes to $17/18 a month*

Another key factor that ha.s helped disabled people is our luhee Iche.ir repair

shop* Before we came along if your chair broke -down.r the whole thing went

back to the factory.,- you t.uere stuck in bed.*- it was thought to be a luxury to
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have tu.»o chairs* Nobody 'thought of goi ng into busi ness wi th whee Ichai rs.,-so
they dic*J not even do it.,, so it ha.s been a. prof itata Le lousiness for us* They

t a 1k atao u t d i s aJo Ie d p e o p 1e tae c o m in g e m p 1o y ata1e..~ Iiv in g in d e p e n d e n 11y /

maintaining a life sty le on B.n eg.ua 1 le'-.-'e 1 with non disab led/ then a I low you

to wait 'four i.ueeks for your chair to come back to you because that is the

way the system iSn For years it used to amaze me.,. Voc* R ehata* would train

Peop Ie s edu«:::.ate them / ge11 ing them ready for emp Ioyment.,- wI•"»en one mai n

in g r e d ib n t w as h o u.» t o I-::e e p p e o p 1e m o ta i Ie,, N o w w e c Bn r e p a ir s o m e t h in g o n

the spot*

T h b c it y o f C a Iiforn ia h as a m b d i c a 1 p r o g r amm e .,• c.-h?. 11 e d IIe d :i. c a 11... it is t h e

mo:••:•t c oiYipr ehens ive med ic a 1 p r ogrammb that t h is country has.,- it p ays f or

everything.,- buying a whee Ichai r.,- maintaining it* Whee Ichai rs are so

costly* We did a study a few years ago... it took ataout $4Q@ a yea.}"* .just to

maintain a wheelchair.,- that was about five years ago.,. I am sure it is more

than that now* Using Medical I you get Medistickers Bnd POH stickers*

M e d is t ic k e r s Br-e f o r d o c t o r s« Fro r w h e e 1c h a ir r e p a ir y o u g o i n.,- t h e y u.*r it e

up what they call a TRR.,. they send it i\i to Medical I field office for

approval.,- they send it backsaying it is OK/ then our shop gets a POE

sticker.,, they stick it on the form Bnd the state pays for the repairs*

I That whole process takes up to S& days.*- so you can see why the business has
^""got to have up front capital.,, for salaries.,- overheads.r *.uhi le you are waiting

for that first invoice to come back with the money you spent 90 days

previously/ so that is a drawback*

We started piecemeal* We started out with ^2609/ that was to buy too Is/

parts.,, plus a three g.uartar time repair person

JE i! What is a good publication to read

Rccb n t o n L iv in g .,• P ar-ap 1e g ia. N e w s.,- R c h ie,-.-1e m e n t.,- t h o s e t h r e e are p r•o b ata1y t h e

best publications around/ but they are not going to help you find out how to

set up Bn IL programme. fi lot of it is regional stuff/ like news about

Illinois is boring if you live in Nevada* fl lot of states don't have ClLs.,.

like here i\i California. i.ue have the best programme in existence today* Up

to no'.M you get $ r^fofc* a. month to pai:'*1 for en attendant

•JEs They didn't in St* Louis-/ it was a real problem trying to find ways to

pa.y for B.n attendant

People write and say/ well taou.* did you get started here* Vou really can't

say/ because what happened back in the 5Qs what was called an Rttenclent

Programme got put on the books for those who were temporarily disabled/ they

Piad t h is p r b g r amm e t o h e 1p p e o p 1e w h o w e r e r e c u p e r at in g at h o m e« 11 w as

worded in such a way that it cot-fid foe interpreted to go for B.ny person who

was disabled/ sb we began utilising it in that way* Fit that time youcou Id

get $150 a month/ and then they had another category if you could prove

something medical* Over the years we have improved on the programme/ or

helped with leg is Iat ion,- in fact we saved the programme at one time* This

guy u.»ho runs the country nov.*/ Reagan/ used to tae our governor*/ he tried to

ruin more programmes/ and we took him to court/ that guy is heart less 'as: far

aj~T- 1 am c o n c e r n e d * W e g o t a c o u r t r u Lir•g end n o t o n 1y d id w e- s ave t h e

p rogr amm e / tau t w e g o t it im p r o v e d u p o r• / w e g o t a c o s t o f 1ivi n g in c r e ase«

We usually Bnd up i.uri±in'3 to the legislature about a bill/ so we can set it

up* Many states are trying to do that/ Neu.« Vork I think/ but they Br-B
still not like ours* To put if all in a nutshell.,, if that programme did
not exist I would not tae here today talking to you* In the early days

there were not many disabled people living in the community* Rs the

attendant programme made that possible ***** if you need someone to get you

up every day/ the best way is to hire that person yourself/ that is
important* If someone else is sending the attendants out that is Just

another form of institution.,- you can't schedule the hours » * * « That is hard

for people to understand/ legislators.,- people who run these agencies./ why it

is so important for you to have that power to hire and fire.r why you have to
set your hours Bnd stuff like that/ they just can't comprehend.that
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•JEsInEnglandmostschemesBr-Bmanagedtayatalebodiedorganisers*They

arenotthatflexible*1knowyouhavetoconsideryourattendant'sneeds

aswe11,,,,*

Itisagiveandtake.,,itisnotstrictlyonesided*Iamagreatbeliever

thatyouhavegottobecareful».uithyourattendant/thathasbeenoneof

thehe.rdestthingsthatwehavehaoltoconveytodisalo1bdpeop1e«Thereis
somethingspecia1thatdeve1opsbetweenB.nattendar**ftbxidadisata1edperson.*•

asanattendantyouareB.nextensionofthatdise.taledperson.,-youaretheir*

arms**«thatmeansalotofthingsthatarepersonal/youjustcan'texpect

themtodomorethanwhatyouarepayingthemfor*Ihaveseendisabled

peoplesaywellI'llhireyoufortwohours.,-andthenworkthemfortwoanda

half/threehours*Vouseedisabledpeoplesay/I'llbethereat8*00and

thennotturnupuntil10*00/anoltheattendanthasbeensittingaround
waiting*Ifyoubehavelikethat.,,whatyoudoisyouburnitfortherest

ofthedisabled/becausethereisacatchmentoutthereofpeoplewhoare

potentialattendants.,,andonceyoustartburningthemthatnumbergets

smallerandsmaller,,There'salwaysafewthatdothat.,,ortheydon'tpay

ontime.,-youcan'tdothat*Then.,-we'veseentheotherhalfofthework.,,

attendantscancomeinandtheyaresostrong.,-theydominate/wehaveto

/reminddisabledpeopleofthattoo.rdon'tletthathappen/you'vegotto

MiontroIyourlife*Itcanhappenbothwaysaridweseeourselvesas
advocateforboth*

Likeyousaid.,-latehoursandstuffIikethat.,.youcan't"bakeadvantageof

that*Ifyouaskthemtodothat/thentheymustfoeataletoaskyou

sometime/couldyougotobedanhourearliersothatIcangoout*Soit

isgiveandtake*Hawingmorethanoneattendantisimportanttoo.,-because

ifyouroneattendantcan'tcomein.rlikeIalwaystrytoarrangeitthatI

haveadifferentmornirv?}attendantfromthenightattendant.,.I'daskaIso.,-

canyouevercomeinonBnemergency/iftheotherpersonissick*ifthey

canthenthatisa1i111esafeguB.rdforme

•JE»TheattendanceallowanceinEnglandisnotenoughtoemployattendants

Whatwouldyoupayanattendantforthatkindofwork

JEsBetween1*6©-2«@8Bnhour

/jSomepeopleneedattendants24hoursaday.,-livinginattendants*To
^""affordthat/theywi11takemoneyoutforthatPBr-son^sfoodandlodging.,-

becauserentsaresohigh*Sayyouaredisabledandyoufindanapartment/

itisabout$400amonth.,,soyouletanattendanthavetheotherbedroom.,.

youtakeitoutoftheirattendantcaremoney

•JE;;Igatherpeop1ehavetrouta1ewithattendants«Imetaguythis

morningwhosaid.,-thegoodones'-!*"$e!-.-serhangaroundtoolongbecausetheyhave

gotbetter'thingstodo.,-thebadones-/theygoanywaybecauseyouhavegot

fogetridofthem

Ihavebeenprettylucky.,-Ihaveonlyhadacoupleofreallybadones,,

Hostofthemhave•hadmentalproblemsorsomethinglikethat*Threeofmy

attendantswentontobecome.RMs/theyworkedformeforacoupleofyears

Bndtheyweresoturnedontoythework.,-the!:--1wentandtoecainenurses*In

someareasitisaloteasiertofindattendants/Berkeleyisaloteasier

becausethereBr-Bstudentsandalsoyougotatransitpopulation.,-whocome

hereforacoupleofyears/whoiuanttoearnenoughmoneytoliveoff/

enoughtopayforfoodaridrentwherevertheyarestaying.,-becausemostof

theirclothesareoutoffreeboxes.,,theydon'tneedmuchmoney*Theycan

getbybeingattendants*Ifyougooutsidethisareato«««letssay

EIdoradO/whereyourpopulationhasahigherincome/youwon'tfindthat

kindofapopulation.,-soitwillbemoredifficult*Oneofthethings,1
usedtodobeforeIcametoIBerkeley.,-whenIwaslivingonmyown.,-you

contacthospitalsornursinghomes.,-thosepeoplewhoworkinthoseplaces

forthemostpartareorderlies/olon'tmakeaheckofa.lotofmoney/you

cangetthemforacoupleofhoursinthemorningtimetogetyouup.,-orin
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the night* Otherwise it is difficult/ as the guy was telling you.,- they are

here today/ -gone tomorrow/ they can't afford to work for $3*5© Br\ hour.,- they
{•••jo^,i;;^ 3j-"j {«{ hour a. da.y .job

JE s Accessibility is a problem in England.,- .when did the kerb cuts happen

in B e r k b 1e y

What happened in E«erke ley was that as the students moved more out into the

c o m m u n it y... in p art ic u 1Br- 8 o u t h C amp u s... t h e ar-e a w h e r e C IL :i. s r ig h t now.,.

T b 1e g r aph ftv e n u e h ad b e e n r e n o v ate d ataout 13F 2: .•••,7 3 .,• t h at w as r e a. 11 y a f ir s t

for us here »*«» then with the state la.i.us about accessitai lity..- so it was

t e n d i n g t o w ard s t h at s o r t o f t h in g Bny w ay / n «••?w c o n s t r u c t io n k e r tas tae c ame

m and ato r y« fts m o r e p e o p 1e m o v e d o u t in t o t h e c o m m u n it y t h e r e Br-e p o c k e t s

where people live that they wanted ramps toui It to the university » « « ,, So

they go and say/ we would like kerb cuts made at such snd such a street-

corner »«*« this happened for a. couple of times.,- then we thought all our

energies are going asking for kerb cuts.,- we decided well hell/ we are going

to go before the council and we will ask them to put kerb cuts all over*

But we used proper channels./ you go through channels you know.r so we said OK

we will* We went to the public purse department/ u.«hich in our city

/ governement is responsible for street maintenance and stuff like that which

i:uts would be part of..- so u.'e went there and had a meeting.,- we said look/ we

want to propose something/ we want the city to put kerb cuts all throughout

t h e *:::. it y o f B e r k e 1e y / n o t .j u s t in d o w n t o w n Br-e b& / w h e r e t r ad it io n a 11y k e r b

cuts always *.uent taece.use they seemed tothink that disaJo Leo! P*eop le on ly go

down town* They said OH that's too costly.,, it will never tae done/ this has

|."Mj::,ivier been done before/ you'll never get it done/ you olon't do things this

way* So we says/ baloney.,. u.ie' 11 get it.,- so we told them that/ they said

they would do everything they could to stop it from happening/ so we wrote

our own resolution.,, we presented it to the council and this guy who was on

our staff at the time/ u.*e thought we would do something really good for them

and make it really look slick Bnd pr-opBr-/ so we then requested a date and

time to go before the city council/ u.*hich they accommodated/ we also

requested that they move to Bn accessible place.,, because in those days the

city council chambers were at the top of city hall and there is a flight of

5860 stairs.,- so what we said was that whenever we go before them could they

hold it in Bn accessible place* We also then asked every single person

that we knew that lived in the Bay area./ we didn't care where they lived.,- so
long as they came.,, we also asked all groups that supported this concept to

/ jcome this night B.nd support us* So that night.,- you couloln't believe it..- a
mass at the city council/ all these people.,- all of them supporting us.,- it
must have blew 'their minds because 1 oion't think they had ever seen so many
d isata 1ed peop 1e in the ir 1ives Bnd we got the reso Iution pasSBd.,- we
presented it to 'them and there was only one dissenting vote and the

d i s s e n t in g v o t e h ad t o d o w it h t h e c e r t a in wo r d in g.,- t h at w as c o r r e c t e d and

that person changed their vote.r snd what we got was $30/096 ever;:-* year to
provide wheelchair kerb cuts throughout Berkeley and that the city public
works department was to work u«ith CIL and identify the areas in which we

wanted them.,- we could prioritise the areas./ and that's how we got it* That
was 72/73* The public works were pissed off at it and for a long time they

resisted working with us.,, but after a while they became our strongest

advocates« Because what had happened/ we exploited this.,- we told everybody
how we had won a victory/ we passed out copies of our resolutions so that

other communities could use them/ Berkeley suddenly became a. centre of

atte n t io n / a. 1s o f r o m t h e c it y g o v e r n o r 's p e r s p e c t iv e / app Br-e n 11y t h e p u ta 1ic

w o r k s d e p Br-1m e n ts h ave Bn ass oc iat io n anol t h b y g e t t o g e t h er p er io d icb. 11y Bnd
talk about common problems/ well I found out that every time they go to

these/ people want to know how Berkeley diol their ramp programme and these

guys Br-B suddBnly now stars.,- they like that* If you hear PR going through
the city of Berkeley/ they talk about how they helped develop CIL » ,, « » We

w b r e 1u ck y.,. a 11 t h e I-::e r tos are f 1u s h w it h t h e s t r e e t / o r o n 1y maytae h b. 1f B.n
inch* Vou can go all over without having to worry about a kerb/ some of
them Br-B too steep and stuff.,, but they Br-B all right

JE;; England is inadequately provided
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P r o taah 1y tae c aus e t h b y Bre a 11 o 1d and i n s t i t u t i o n a 1 i s e d

•JE!! Also it seems more normal for di saloled people to have jobs here

That's what happens in this country/ that I think is bad.,- these people are
held up as super- CT-ips.r gee they made it.,- you can too.r u.uthouf any benefits

««* they even talk themselves/ say.,. I can do it.,- you guys can too* I think

one of the greatest disservices we had in thiscountry was Ironside on TV.,-

I've done it so you can do it* The thing I think is funny.,, he lived in the

worst city.,- architecturally.,, it is hi lly.«- San Francisc.O/ all stairs

everywhere» The one thi n*B that came out of thi s programme though was the

vers-/ that started the whole thing

JE s \"!B.ns is a problem b*z we 11

People hear* about us.r they u.tent to help.,- one woman left $5*000 to us in her

wi I l« We get stuff donated to us.,- like right now we have got- a 47 Cadillac

out there.,- we are going to sell that* People give us like refrigerators.,-

corporate donations* Sometimes people wi 11 hear about it Bnd they wi11

send in a donation/ so when you name gets in the public eye/ Bnd they see

/ what you Br-B doing and they like what you are doing

JE i! What is the general public attitude i\-i this area

fill over Berkeley the disabled Br-B received very well/ we are not picked

upon as freaks or anything like that

J E !! I m e ant t h e r aciic a 1 s id e o f t h in g s

The disabled sort of came out at the right time and started asserting

o u r s e Iv e s / t h e c o n s e r v at iv e s Bnd t h e r ac-l ic a 1s t o o k u s u n d e r t h e ir w in g / it
is interesting that we were everybody's darling.*- then as time went on we

became more of a political foottaal 1* The general putalic.,. they see us all

t h e t im e / w e Br'b p Bnt o f t h b s c b n b r y h e r e *

JE s The frequency Bnd normality of seeing wheelchairs around here is

astoni shi ng/ true integrati on

We have hB.d to fight for it.,. Bnd after we became successful.,, other factions

*of the community started pic:king at-us-/ in the sense that u.»e are competing
^•^ for the same dollars b.s other pre?grammes and some of the other ethnic

minority groups Br-B saying CIL has got all this money and why are you guys
fu n d in g t h e m and wh y c an't t he y u s e th at m o n e y / and t h e y do n 't u n d e r s tand
that much of it is restricted money.,, you can only use it for what they give

it for*/ Bnd we at CIL have taken on many special projects never think of
doing so we are doing studies anol research and stuff like that/ they general
public don't understand/ they see the budget and think u.«e are fat and sassy
and in reality we are not* Sure we have a large budget but the people are

al I underpaid and overworked like most communities.,- so we have got to fight

that kind of battle luith our community* Overall I would SBy from the

commun it y at IBr-ge u.»e are acc e p t e d as peop Ie« F r o m t in*ie t o t im e y o u w i 1.1

find screwballs-/ traditional attitudes/ but you are not going to eradicate
that for a long time* So I would say generally living in Berkeley is
better than say in Oak land.,- which is right next door« The activism and

involvement of us in our own community has made life bearable here.r but in

Oakland it is a. whole different story and you have got a. whole different

Po Iif• ic b.1 mach iner y / a. wh o I.e d if f er e nt att it u d e of pe op Ie / yo u do n 't s ee
disabled people interacting or in andaround like you do in Berkeley..-, so it

is a different scene/ though what we have done in Berkeley has certainly

overflowed into the other communities/ so they are better than they were 16

years ago.,- but they are not g.uite the same as Berkeley* It is beginning to
happen as disabled people emerge Bnd Br-B more out in society arid are out on
the street, and stuff like that* We in Berkeley are overflowing into other

c o m m u n it ies / tae c aus e B er k e 1e y c B.n't ho 1d a 11 t h e c r ips / s o w e Br-e s tBr-1 in g
to move into other communities/ so that is helping -out* fis we become

employed/ as we become more active b.s far as shopping.,, restaurants* * « can't
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a stuolent programme.,- the ir serv ices *»ere str ic11y geared towB.r- ds sfu olents /
they were supposed to only serve students« However/ the supposed to nB\-iBr
happeneol* They did sb\""\'ib community people/ so long as if did not interfere
with the students going to school/ because that was the priority. I had
.just discharged from hospital here in Berkeley.,, after surgery on my back for
sores/ and met a disabled guy* I had all these visions of going back to
school.,- having all these support services to help me out/ won't have to

worry about them* I used to live independently before this.,- I lived with
another disabled guy.r we had to find our own attendants-/ housing Bnd we just
did not have anay resources to turn to..- you had to hustle everything
yourself/ it was a tremendous burden/ 24 hour survival* I never did go
back to school* I started running the student programme.,- filling in my

to 1erBr\ce and recuperat ing / stBr-1ed ta.1k ing to the stuolents there B.nd 11"!e

P e o p 1e w ho we r e r u n n in g t h at pr o g r amme * W e s tar1e d t a Ik in g atao»..-i t.,- y ou

knou.*/ we really need another programme to SBr-^B the community/ taecause the

demands were gett i \-i^ overwhe Im irv^ on the student programme tay the commun ity
at large/ so we started planning our programme* It would tae like the

s t u d b n t p r o g r amm e.,. b u t m o r e c o m p r e h e n s ive» 11 w o u Id foe a r e a 1 v o ic e f o r

the disabled for the first time/ run tay the disabled/ one that would tae

controlled tay the disabled/ all the decision making would be done tay the

,• pi isaloled/ and we would taecome an -advocacy group for the disabled/ and we
M:ou Id serve the Berke ley area and surrounding communities/ just liftle bits

and p ie c e s o f 0 ak 1and and R 1taany and p 1ace s 1ik e t taat,, R t f h at t im e w b d i d
not he.ve .^r!!:-'1 con^prehens ion that we wou id tae u.itaere we are toda.y.r or the

impact that *.ue would have* We did see ourselves as a model/ we a!we.ys

thought/ well we will set up satellite programmes/ we will help other

comunities to do it too.,- so we had that vision* So we taegan as a group anol

that group taecame the first hoard of directors* Rt that time there were

only about & to S active people in that group/ then there was Bn additional

6 to 8 people on the peripheral.,, that were not active.,, taut would give us

adv ic b / e x p e r t is e Bnd h e 1p« T h is f ir s t act iv e g r o u p tae c ame t h e f ir s t

incorporators of CIL... * 11 was a u.«ork ing comm ittee and we taegan wr it :i. ng

proposals anol planning/ to get the programme 'together* We had no money.,-

n o t h in g / .j u s t a 1o t o f t im e o c m m i11e d t o t h e id b a« W e h ad m o ta i 1it y o n 1y in

the sense that we lived in the community in our apartments anol we had

electric wheelchairs so we could get together/ we did not have to worry

ataout automobiles or buses.,- I think that was important too* fill the

original 8 were disabled* That was myself/ Ed Roberts.,. John Hessler*/

* * « « ,, « « who was blind/ Hale * * * « CP/ ««««««»» spinal cord/ .Judy Taylor

/ jspinaI cord. The bulk of us were spinal cord-

In f act I d o n •'* t f h i n k it m att e r e d w h e t h e r u.« e w e r e d if f e r e n t d i s ab i I it ie s o r

all spinal cord* The services we were talking about were important to

anyone who was confined- to a wheeIchair« That was the important thing that

drew us together.,- there were also a lot of common areas that we share with

t h e ta 1in d .*- t h b y h ave m o ta i 1it y p r o ta 1e m s / t h e y h ave f in B.n c ia. 1 p r o b 1e m s .«•

housing/ rights issues/ so we taecame a coalition/ which was unig.ue and

di f f erent.,. parti cu lar ly as tradi ti ona 1 so ca 1 led d isab i 1ity groups wou Id shy

away from all the other disability groups* It was important politically/

because numbers have power« Legisalators bs-"-b K^Bny bent on knowing what the

masses out there want/ that means they are going to get e Lecteol.,- they ere

going to listen to the largest groups/ and disabi lity is a large group.,. I

d o n *r f t h in k t h e y r e a. 1is e d t h at / tau t u.«e tae g B.n s h o w in g o u r s e 1v e s f r o m t im b t o

time/ so they realised that we were something to tae reckoned with anol a.

political force* We did some things that amazed them and proved our

P o Iit ic a. I p o w e r * "I"h is f ir s t g r o u p m.ie n t o u t for m o n e y.,. it d id n •" t w o r k t oo

successful/ we got a. planning grant from the feds* First of all.,, another

key ingredient is developing contacts.,- people in key places that can help

you anol i.uho believe what you are oloing* In our case we were lucky.,- there

was a guy at Univ of Calif.,- called Urban and Regional Urban Studies I think

dept*/ he knew the commissioner at that time of rehab services admin/

Washington DC r they were personal frienols* He himself had done a lot of

s t u d ie s in r e h ab.,- s o s aw t h at w h at *.ue w e r e t a. 1k in g aloo u t o tav io u s 1y h ad a

direct link to r ehata.,- so we taegan getting contacts ».ui th the feds Bnd got

them interested in what we were oloing* Interestingly a couple of them" saw

that i.uha.t we were talking aloout was the kind of thing that haol taeen talked
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ataout/ taut never attempted to put together.,, so they funded us through what
they call a project development grant.,, actually the feasitai lity study/ Bnd
to define the feci lity from which to provide these services* This study
was sort of interesting because here we were.r ol isata led peop le.,- doing a

feasitai lity study/ like we a. Iready knew it beforehand/ we a. Iso purchase
th e s e s er v ic e s o u r s e 1ve s / loe in g d is ata 1e ol» S o mje c o m p 1ie d w it h t h e g r Bnt
and it went for one year.r got ourselves a. little tu.»o taeolroom apartment/ had
a staff of ataout 11 people/ all we could find was a two bedroom apartment on

the third floor of an apartment complex.,- set it up like an office.,- nobody

was full time/ that way we maximised peoples time/ we split the money
around.,- so everybody got some reward for what they were doing* R Iso it had
to do with our benefits/ because if we earned over a certain amount we mjou lc-1

lose our benefits.,, i-^ you earned under a certain amount you could keep it.,,

so we all worked full time even though we were getting about a quarter time

money/ so we got a lot out of everybody* •fitter that first year we learned

a lot of lessons.,- not to put a lot of faith in what the government says they

are going to do.,- because they have a i.uay of changing eveything* During

that year we worked with the government closely in developing a lot of

legislation.,, a lot of programme ideas that they ivanted adopted* What
happened at that time was there was a really strong piece of legislation got

( vetoed by Nixon/ we wrote a proposal for half a. million dollars/ we thought

we wou Id get- funded/ taut we never did get funded* They told us they wou Id

extend our grant/ u.»e needed more time to finish our work/ the very day u.»e

were supposed to get,a phone call from Washington to verify it/ we also got

another phone call to say that we were not going to get it* We did not

know what to olo.,- we had put all our energy into this one thing anol nothing

has happened* 1 think one of the things that helped us to maintain what we

were doing was our ingenuity Bnd our resourcefulness* We went to the Univ

of Calif Bnd got a grant to carry us for four months* We developed a

contact there/ the vice chance 1 lor.,- now a friend of the CIL/ through their

funding to community agencies./ which they do from time to time/ they gave us

=£17/000/ that saved the day* H Iso it changed our whole philosophy on fund

raising.,- we realised we carr't go out for one source to fund everything* H

group like us had no track record behind us/ that is why it was important to

go for these contacts/ B^nd while all this was going on.r with little or no
money/ we were still providing services as best we possibly could* Then lo

and taetao Ld/ what happened m.ia.s that we ****** the f ounoJa.fi on ga.me.»- a.i*"fd a. Lso

revenue sharin9 c-ame on the scene/ which we.s a. source of money that ca.me

from the federal government to the local levels of government to tae used for

(jsocial service programmes and/or anything that they want. In this country
I would say SBK of the money that came down through revenue sharing went

into bricks and mortar*/ taui Idirigs and monuments/ jai Is and stuff like that/

but the population here was very social service conscious.,, in Berkeley anol

Oakland* So once we became aware of it/ we sent in proposals to the city

of Berkeley/ because we were the first disability group*/ plus u.*e had made

our political connections beforehand anol both government bodies were aware

of us.r so that helped a;iir. well/ at the same time we got a. small grant from

San F r snc is c o fo u n d at io n.«- '$3 @ /0 0 @ / s o t l"'ie r e w e w e r e / w e h B.d t h e c o u n t y m o n e y
coming in in March/ that was $68.,-000 anol Berkeley's money was $10/15000/ so

now we were set in motion.,, and that is the thing that got us going.,, we

sudden ly grew out of the apartment and moved to another place on the

u n iv e r s it y ave n u e.,- anol o Id 1snd m Br- k lou i 1d i n g .,• Bnd mje w e r e e.je c t e d f r o m

there.,- because we were a. fire he..*zerd anol the elevator ca.ught on fire a.

couple of times.,- we had to tae evacuate*:.^ tay the rescue teams/ that ma.de a lot

of good news.,- but the fire marshal Is saw fit to prohibit us from staying

'there/ so we ended up where we are at nou.i/ we have been there since "FSa

Things began growing right at that point.,- when we got the revenue? sharing*

Ed Roberts became director of CIL/ we started getting a couple of federal
o|r ai-}-h :iH: 8. -hhj n oi «-. i i |.,.:e f Ina.f „ I ••!;:h in k d is ata i 1it y w a:;--: t tae n a. n e w t h in g

emerging/ anol I think we wrote good proposals/ anol the programmes we were

taIki n^ ataout were sound

JE * The contact and communications tae'tween you in the ear"-ly clays must have

tae e n im p o r t ant

That was very important/ that is where we were alo le to weed out a lot of
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things.r and clarify things.,- the phi losophy.,- the goals of the programme/

write proposals/ I e.m amazed at some of the people that have worked for CIL

Bnd been proposal writers.,, the -writing was like prose.,, so beautiful some of

the stuff... and the information that came from meeting anol talking with each

other• Fit the beginning it was like a fami ly,- there was a lot of

closeness* Now it has got so big.,- B.nd it is like everybody is strangers*

In those days we resisted a bureaucracy/ we resisted paperwork^ we did

everything we possitaly could to not comply/ taut we found out that it had an

adverse effect on us too taeca.use what happened is that realities came in

like/ auditors would come anol audit your books/ anol they would go tracking

information/ you got to do that if you want to get funding from them next

year*/ you got to have a good accounting system/ goooi records and stuff/ we

'thought we could get tay just tay the fact that we were good guys and

providing a goool service.,- tout you had to comply after a while* So we

learned the hard way/ it took several years to finally get things hack in
order from our accounting system/ now everything is in order/ taut I think it

was our taelief that we would rather spend our dollars on providing services

t h an s h u f f Iin g p ape r s .*• tou t w e 1e arn e d and w e h ad t o loe c o m e m o r e

bureaucratic/ it has been a hard pi 11 to swal low for many of us a I realise

it has got its benefits and it has paid off/ because we have got larger

l bucks out of the city taeca.use of it/ it is like grouping pains or something.,-

we grew '...'erv fast/ probably too fast.,, and that left room for sloppy work on

the paper areas of it,, But that is mostly internal stuff« fls far ss- what

we said we were going to do and what we were carrying out/ there was nothing

they could fault us on there,, But for anyone going into this game.,- start

out right away toy keeping good records-/ you cover yourse If „

JE s There 'seems to tae very little written apart from Hale Zukas''' History

of ttae CILs

H e h -ii-CT- t ake n a. 1i111e ta it o f a 1itae r t y t tae r e t o o / I w o u 1d 1ik e t o s e e t b at

th irv3 expanded to ataout f ive t imes

JE« The proto I.ems when you started out must have been end less:

When we got our first few bucks together to pay a secretary ««*««,, we

played poker ««»« Bnd that is the way we payed our secretary« Flnotber
thing that has to be realised by people getting involved/ 1« is hard work.,-

2„ is long hours.,- a lot of frustrations.,- there may not be many rewards at

/ j-the beginning/ that is the hard part because unless you build each other up.,-
you get tired.,- feel like there is not going to be anything gonna happen/ you
just gotta keep fighting and baft ling- Lift le victories can come out of

that/ to pick you up:, IEvery time that has happened/ there have been a lot

of peaceful valleys-/ then suddenly ham Bnd it just picks you right up.,, it is
like a ro I lercoaster ride- It can tae any number of things.,- it can be Bn
article in a newspaper that talks ataout how ««.-,„„ your programme iss that

lifts you up.,, you Br-B getting in the public eye

JE:!« Lots of people have said they would like more documentation of

Berke ley« Like Bruce Curtis wrote 2!P ways of ««,.-« that was: <so clear

That document is good* Bruce used to run this programme in Passadena* He
go t a. 1i111e p o 1it ic a. I sr\d t h ey o u s t e d h im« \4e ask e d h im t o c o m e u p and

w o r k f o r u s snd h s w o r k e d f o r u s f o r s. w h i Ie / h e v o I.u n t e e r e d / w b d i d n o t p ay

him any salary... we paid him consultant fees from time to time-/ he would do

some of the outside things.,- then he got a job in Houston Texas« He wrote

the paper when he was with us« He anol I went to Denver for a conference/

on the way hack 1 was revieu.ting the thing we were talking ataout/ the plane

suddenly went into this dive and 1 thought that was it/ arid he says.,- do you
really think this is it/ Bnd I ssysx yea this is it.,, and I am sitting there

t h in k in g / I w o n d e r if it is g o in g t o h u r t.,- snd a 11 o f a. s u d d e n t he p 1sne

just levelled out/ anol I told him.,- you can wait.,. l"m not reading this..- I •" 11

read it later,, I asked the stewardess why the pi lot did that.,, snd she

says./ I don*'*t know.,- maytoe he got an order from the tower or something/ the
g u y n e v b r d id c o m e o n and s ay w h y« B u t w h e n y o u s t ar-1 o f f w it h p r o g r amm e s

you olorr't have time for documentation.,, you want everybody involved in the
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immediate proto lems.,. p lanning what is going to happen tomorrow«,

So as time went on we never did get round to hiring somebody to go back anol

write up what had happened/ that has neverbeen done except for what Bruce

has done. Rls-O/ I have worked with other programmes-/ like Judy and myself

went to New Vork... Albany/ we worked with seven programmes from the state of

Hew Vork/ we made two trips back there/ lout all this came from the knowledge

that is in our heads/ talked ataout it/ we had some documentation.,, forms.,,

stuff like that/ tout you have to also feed the in between stuff.,- how

youdeve loped.,- how you nurtured it/ how you made contacts.;, it is not written

down.r t though we have oleve lopeol some manuals and right now they are

gathering dust/ taeca.use that unit is no longer funded taeca.use some funding

came from the state dept of retaato/ technical assistance.,- we got a. grant

funded for 51 months.,- it only ran a little over a year because » » « ,,

o

u
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JE s Ok.r i-f you can te 11 me a. Iift le bit about *.uhat you Br& doing here

My n ame is G ary G r e y .,. I d o -set-t e n d ant p e f e p p a. 1 *.uo p k« W e in t e p v ie w

at*bendants anol we go to the c Iien~b .,. B.nd we wor•k out w i"bh "bhe c Iient what

kind of ^raiit they sre e ligib le for.r like In—horne support service^ that is

done toy the County Ne I-Fare Departments each county has their oiun .r «.uha.t they

do is-.r one counsellor u.«i 11 go to a. person's house and evaluate that person.*-

and then they give you a set number of hours and then the money goes that

way* The attendant is different..- they come in here and we interview them...

we try to see if they have any disabi lity aweneness.,- we ask questions about

Iik e w h e r e t h e y w o r k e d .*• r e f e r e r$c e s .«- ID

JE s How do you advertise for them

Newspapers.*, radio,- TV« They ai-"*-e all Bay area

J'E i! In terms of the number who come to you.,, how many of those do you take

on

Usually ninB out of ten

•J fc.« Nhax i s the success re.ve

About ?B"i *

JE » 0ut of t he 3&"i..- what ere the ma.i n proh Iem areas

Communication... on footh sides,, They don •" t know what hours they want... what ^L
the money is.r they srgue about their duties.,- what they gotta do when they
work

•JE» Do you have a .job description

We try to give a brief overview^ we dorr't knou.» what the specific needs of

that pepson isu I need an hour.,- but some people can do it iv\ 45 mins« It

depends how fast that person can work« It depends on hoy.' you two get

co-ordinated... that is the way it works

JE « 14hat other prob lem areas do you see

1 think trie money... if we had more money we could get more g.ua Li tied
attendants,, They get $3«35 an hour paid by the county„ If you earn oyer

t h e Iim it y o u d o n •" t g e t t h at

JEs Is there ever a shortage ,of attendants

It goes through eye les.r peop le coming to school.,, people leaving schools
summertime.r the midd le of Christmas^, August.,. December.r March,, fl. lot of the

a."bt e n d B.nt s ane s t u d e n t s

JEs Could you define what an attendant is

The majority sr-^ XT to about 38/ we have had a few 14 or 15 year olds..- some

could be young mothers» They can work in their own time.,- they all want to

work from 3 to 3.,- this way you can arrange your own schedules Vou can go

intothe emergency attendant pIan r when you need an attendant within sn hour- ^
this is mope advanced here than anywhere else. Iwas in Illinois.,. I u.*as in
Neu.* Jersey late ly.»- and there ujere no emergency attendants,, We have a. list

of names.,, male and female.,- snd you go through the list and pick out „ „ « „

JE« Do you have situations where attendants sleep in

We have got living in attendants.,, they get flat pate

JEs Does that give them enough money to live
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11 d e p e n d s.,. n o t r e a 11y

JE J? So they probably do other things s«> well,, Is there sny training

Ho.,, on the job training* We tried to set that up

•JE s What has been the proh Iem

Money,, If we ever get the money to do it.. I think it would toe an advantage

to the attendant and to the client.,, because they would know what they were

doing,, Many of the attendants that drop out did not know what- they were

getting into

Voice in the distances I can give you a classic exajrip le of that if you

w ant... w h e n I f ir s t s t art e d p Iay in g t h e att e n d ant g ame .r and I u s e t h at t e r m

loosely because I ha.ve done if for so many years.,. J. hired a. ia.dy to work for

me on the weekends and 1 to \.d her there m.*ou Id be some persona.], cane

involved.,- everything was cool you know.r the first day.r she came in.r Gh.r I

gotta do that... I gotta think about if.r so then we had a. talk.,. I said well

(jook.r I told you this.,, she said.r well I did not know it was going to be like
that .„ . .

•JE ii So how many of you work here

H o too d y f u 11 t im e.,. o n e f u 11 t im e att e n d ant c o—or d i n ato r.,. w e are a 11 h a 1f t im e

and g.uarter time «,,,,«« That is because of money and if we earn over so

much B«„n That is bad* Gary works Monday and Tuesday.,. John Jo comes the

next day.,, it is difficult.,, he does not know what Gary has done., if we had

a 11 f u 11 t im e p e o p Ie .r t h at w o u Id n o t h app e n

The Voice ii To deal with that we make people fill out an application which

we put in the file.,- if they are not in the file.,, we make them fill out an

app Iieaton

It is good now.r it is a. good system that needs to be improved* It could foe

improved foy all full time workers

The Voices More solid grants too,, hone of this revenue sharing business

o
•Jb.ii •:::•«:::» how many on your referral, system.,- ho».u many attendants do you have

0 Right now, 158

J E s H o w m sny c 1 i e n t s

C\ fi foo u t 2 6 @... s o me o f t h e m g e t t h e i r o wn att e n d sn t s

J E ii 11 s e e m s t h e g r bx"it s y s f e m is c o m p 1e x * Is R e agan •'' s b Io e k g r ant s y s t e m

going to a.ffect the money people ha.ve to pay for attendants

It will because if the county gets the money.,, that will foe it.,, it might go

fo the poL ice department or whatever

I think people need to foe asserf•ive snd know what they u.»ant to get done..-- and

\ know what needs to foe done« fl lot of people don't do that,, America has
been forai nwash ing them into accept ino\ fh ings as "they are

JE ii What happens if profo lems anise hetween c lients and attendants

We do mediation* We try to e.void people going to legal means.r because once

it gets that fan it is no good

J E ii Wh at Bho u t c 1 i e n t s afou s i n g t h e i r at t e n d bt\ t s

There used tofoe more of that thB.n there i s now... peop 1e are foeg i nn i i-ig to
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realise, when they lose them they can*"t get them back.,- then they got real

problems.,- they know that

J*E ii L arr y s a id i t is d if f ic u 11 t o f in d g o o d att e n d ant s w h o w i 11 s t ay

The good attendants Br'B i^oin^ to move up the ladder, it is like a. beginning

p o in t

JE! ii If somebody *' s attendant walks out.,- ha.ve you a. system to ca. 11 on

We try to do our best

JEs a a n « «,

usually it comes down to personality, or inability to communicate* It can

lead to rather serious problems later on

<A period of inaudible conversation »«««»» r«i, «,;an«»r,Knnn..

-JEs So if you had the funds you iuou Id organise training of attendants

o I wou Id

I wou Id make it so that all the people ».ue interview were ma.de to go through

training arid see the movie.,, see what the movie says, ask questions,. I

think when they can see what is ^csins on, it is a lot better

END

O
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OK.,, how I got involved in CJL* I .first heard about CIL on a. programme on
KPFfi^. which is our FM sort of radical underground radio station,. Bay area.
I heard about this place Bnd I went to one of their meetings,- and at that
time they had a tw«:::« foedroom apartment on Hayes Street,. near thie univers ity»
They were an outgrowth of the physical \y disafo led students programme on the
University of Ca1iforni a Campus« They were just getti rig started because
some of the un ivers :i. ty students.,• d isafo 1ed students,. were f ind ing themse 1ves
ready to graduate and they did not know what was going to become of them out
in ;the commun ity .r so they thought they wou 1d stBrt a comparafo 1e organ isation
to the one for physically disabled students.,- out in the community

na.ve

ru

creel

wa

f«:

t h e in t ake d e p art m e n t

here i n

•JEs In the early days when you first got involved with the PDSP... that was

with Ed Roberts.r Phi 1 Draper.,. John Hess ler

:«urth year> and then when that was finished.,. J. came to work here in

!«ke d e pBrt me n t ... and I h ave b e e n h e r e e v e r s in c e* I t h in k I s tBrt e *
i.97.9„ So I have worked for the same organisation all this time

UTI was hb^bp part of PDSP because I „ * «,*»», .,. but those were the folks..- yes

JEu Vou were one of the link people really with the change over from the

student set up .,- to the more commun ity or ientated set up

I guess you could say that.,- except that it was a couple of years before they
were able to hire me,, I was Just kind of hanging around on the fringes for

a whi le

JEs Could you tell me a bit about intake

We cover a lot of d ifferent Breb^ ... it is not on 1y tak ing case h istor ies on 1
peop 1e ,- th a.t is s pec if ica 11y what ».ue d o.,- hu t .**jf^

JE s Nhen people first phone up with a problem...

P le.ces they conta.ct

t h i s i s o n e o f t h e f i r s t

any gooo? or nox.r we i. i sne nas gox xo Tiyure xnax oux nerse it.,- so cmyway.r .i.

give advice to people who are stuck iri some place.,- I give information.,-

people like you tuho Br-B studying.,- trying to figure out «.uhat It i:s about.,, arc
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then a lot of people just i.ualk in off the street Bnd say do something for
me« \4hat e 1se .r I have even done tours... peop 1e *.uant ing to see the p 1ace

JE {; Once people have got in touch with you.,, you start a file.,, where does
if go from here

We keep an original copy of their intake and we make b.s many copies as Br-B
n e e d e d t o g o t o t h e v Bn i o u s d e p ar'-1m e n t s

JEs So there is not one source for everything

_vr<*No.,- we are the hub of the wheel,,- the spokes go out in all directions. We

b.pb supposed to do follow up too.,- which is haroler because you can see it is
hard to follow up when you are already being besieged

JEs How many of you BnB working here

There's Sandy Bnd myself..- she is three quarters time and I am half time.,. Bnd
t h e n u.ie h a v e R 1e h o.,- w h o is h e r e t e n h o u r s a *.ue e k .r s o a 11 o f o u r h o u r s

together only add up to one Bnd a half peop le.r it is not really satisfactory

W.JEn Have you been affected by the cut backs

We are just beg inning) to be,, Before the Reganomics we are still feeling

the effects of « Three or four years ago.r a local

politician na.med Jarvis.,- he is a. rea. 1 este.te man.,, esta.te a.gent.,. also in the

state 1eg is 1ator«, He wb*> hear ing f rom h is const ituents.,- the wea 11h ier

ones.,, that they are unhappy with the tax burden in this state.,.so he put

through this measure.,- it passed on the foal lot» It did not pass in San

Francisco.r it passed in the rest of the state» Drastic property fax cuts,,-

Bnd of course the property taxes are what support all the services.,- so for

the first little whi le it was not so bad because the state had surplus

money.r but now the state is feeling the pinch.*- as if it weren't bad enough

a. {.!*"• ea.c-iy.*• then old .•»„««„« ca.me a. Long and u.'ha.tever money the sta.te had has-

been spent« Have you heard of Mag f ly.r it is a „ » « « Bnd fruit f ly.r they

are stopp irv^ fru if com in>$ and go in^ and they have been spray ing 1ike crazy

JEs When did that start happening

( jf\ month or so ago,, So the state is ivi no position to foai I anybody out.,- and
then when the ReganQmics really hits.,- then I don't know what is going to

happen,, It would be really tough for this place to be shut down

JE a It seems like in the IVPD.*- every country is cutting back on their

socia.!. services

We sa.w advertisements for the Cheshire Homes.,- we are not cre„zy about the

idea» They look j ust terri to ly paterna1i st ic

JL« What were you doing toefore you got involved with CIL

For a long time I was mBrr-iBd B.nd raising chi Idren.,- then I had a chance to

become a taxi despateher from home.,- e.t that point it was Bn advantage not to

have to leave home.,. I still had young chi Idren« Then.,- they couldn't hear

me K-iBry well from where I *.ua.s.,. so I went to their office* Then that job

fell through.r they lost their insurance bec.aA.-ise they acted as an informal

ambulance service for people who «.uere hurt in the People's Part Riots.,, so I

became unemployed.,, and I found out I made as much out of unemployment as I

did working for them- In those days I wasn't even on benefits because I

was married.r I had my husbands income to keep me. Vou might say Taxi

Un limited raised my consciousness.,, because I was not very po litical ly aware

up to that point. They were very poor ly paid and in the drug culture Bnd

everything else.,- so for a. middle c la„ss.,.midd le aged houseu.*ife it was »^uite a

turn around» Then 1 had another .job in between that job and CIL.,- I guess I

have been here longer than anybody except Phi 1 Draper„ Peop le come and go
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here at a rapid rate.,, there is not Bn awfu 1 lot of job security... grnts come^
Bnd go.,. money comes and goes and peop 1e come B.nd go w ith the money,, I am a
stay put sort of person- It is the first job 1 ever had in my life that I
got because of who I was Bnd not in spite of who I was..- Bnd that feels
rea. ily good

JE F\r-B you happy with the way you have seen CIL develop

We grew too fast.,- now we are paying the price for it« There's good reasons
why we grew too fast,, Every "time you want money to do a certain study or
whate v e r it h as g o t t o foe n ew .«• i n n o v at iv e.,- s o me t h in g t h at has n e v e r b e e n

done before.,- like when you write your PhD thesis, it has got to be brand
new a So every time we heard of money anything to do with disabled people.,,
we would go for if.,, and it meant expanding in all sorts of funny kinds of «

ways.,- it is 1ike a tree that is grou.«ing with no particu 1ar• contro 1.,- it is J
all wild arid woolly and crazy .«• and the money would come in and we m.«ou Id hire

a bunch of people.,, then the money u.*ou Id guit,- so the growth was not planned

JE J! U i f f icu i.f to mai ntai n organ isat iona. 1 integr ity — sma 11 is beaut if u 1

; )-le .should have stayed small

•JE s This is what I have heard outside.,- people feel this place had got too

big Bnd impersonal

It is fragmented« There Br-B 156 to 268 people working here„ We used to

k n o w e ach o t h e r» W e are d o w n t o aho u t 186 n o w .*• tou t w h e n I f ir s t k n e u.i t h e m

they had 10* Vou can't do much of a. job with 16 people.,- tout at least when

you need to know something you can communicate ee.si ly.r nou.i one of our great

fai lings', is lack of communication OR&AfcHSivrto^
Cut-5

JE s Who makes decisons about new directions,- new programmes

//

It comes from the administration toasically.,- like they wrote a. grant and we

got money to work with mentally retarded Bnd u.«e did not know unti 1 the

programme u.ies upon us.,- and we did not he.ve any experience.* end '.Me felt ver1.:--'

betrayed« One aspect of CIL runs out Bnd gets the money.r tout it is the

s e r v ic e p r ov id e r t h at h as t o w o r k w it h it

JE S<J who is the administration

Board of directors consists of the director and then various deputies.,- it is

g e 11in g t o p h e a.vy w it h d e p u t y d ir e c t o r s

.TFi What is the ratio of diseio led to non disafoled

About 5@.r5S Bnd there BnB some people that BnB K-iB\'y unhappy with that.-, I

personally would rather have this and be more like the world we live in

JE s I suppose there is a clanger in the future that you never know who is

going to be in the key decison making positions.,- this is a. worry with

nondisatoled

We might get toack to the old. model which we Br-B trying to get away from.,- non

disabled telling us what we should be doing

JE« Do you see how to counteract that

I think it is happening in spite of us now..-- we Br-B being chopped down* It

hurts a lot of people.,- *.ue get more fragmented than ever.,- lout life has a way

of seeking a loalance.,- it may toe something we have to go through» I .just

hope we can survive it.,- because if you prune this poor tree too much it

c an ' t s u r v i v e

J E ,i H o w d o v o u m o t iv ate d i s afo Ie d p e o p 1e



Rec o r d of m e e t in g w it h E r ic L e e Is

Tuesday .r 15th Sept„

Cr it ica I of CIL„ Mai n crit ic ism .r interestinoj ref lecfion on how he saw CI L..s...
oby ious ly inf luenced toy h is fr iendsh ip w ith certai n d isab led or ig ina 1
individuals who were in Berke ley« He 'talked a lot about the power struggle
arid seemed to think that CIL developed out of a ^roup of hippies who were

more into making Berkeley into what it was at the time.,- at the Bnd of the

s ix t ie s .,- t h e h ip p ie s p aj^ad is e w h e r e t h e y h ad toe e n e n .j o y in 3 t h e m s e 1v e s .,-

s h ar in 9 a c o m m u n it y e x p e r ie n c e.,. b u t c 1a im e d .«• w h ic h is in t e r e s t in g .:• f ir s t

I've heard.,, that IEc4 Roberts came in with the main political force and

changed things.,- because of his radicalism and his way of looking ahea.d at

things in tthe future* R lot of people apparently didn't like this way

ahead.r but obviously it u.ias necessary because the CIL I don't think wou Id

have developed without it,, It's all part of the ant i-author itar ian .r

ant i— leadershi p approach .«• whi ch otovi ous ly is pr-eva lent in Berke ley .,- it is

there today,, I think people like to 90 and do their own thing in
co*""operat ives and in group set ups end not under leadership.*- but there

again.*- you've got the.*- even today.,- he pointed out how the se.me kind of

things happen,- with -Judy Huwman toeing there as a leader.r there are people

t h e r e w o r k in g r t h e r e 's b. c o n f Iic t toe t w e e n t h at k in d o f 1e ade r s I"*! ip and t h e

•S^^lommunity orientated set up..- which some of them wou Id more or less prefer*

s: » ,, «* a a

«««,,„»« a was one of the participants on the freedom rally and had some

intriguing stories to tell about the interpersonal conflicts that went on on

that journeyand the hassles on the day to dBy living survival trip and those

who m.*anted to stick to regular routines B.nd pnocBdunBs Brid deadlines and

those who i.uented to go on and enjoy themselves and let the dynamic.* organic

•situation oirow out of it» They had a psychological group encounter.,- before

going they had a group leader involved in asking them what they thought

would be the most difficult part of their trip.,- they thought it would be the

privacy.,- which it wasfor him.r but for others it was just simply a difficulty

in getting on with each other« The attendants were? on strike in Chicago.,-
but he left them go toy because of the sheer' overwhelming burden of

responsibility that they had in getting up every dBy at 5»88 and getting to

b e d at n ig h t a 1m o s t at 2,, 8 6 .,• 1o ad in g and u n Io ad in g t h e v ans.,. g e 11 in g p e o p 1e

up.- as well as the sheer driving.,- otuite an incredible responsibi lity.^ not

.mBr\ y i n d i v i d u a 1s *.uo u 1d take o n in t h is e x te n t .,- tou t s t i 11 t he advent ur is m.,-
^the love.,- the romanticism that inspired Eric to do it Br\d in the Bnd they

did it and it seemed the after effectsr even talking to people today in

Berkeley at CILthat that movement has come toack and is strong,- and it has a

new place.,- a place that is obviously o\oirv^ to develop B.n awanenes and a
consciusness that is going to influence the way ahead for disabled people^
and now that CIL is getting so cut back I think they Br-B going to have to

come to the rescue.,- Brid if they don't come to the rescue then the people
that arereceiving the services.,- all the disabled crips.,- frm all-over the
States and in some ways almost usino) the services that CIL is struggling to

keep alive,* They are going to have to come to the helm Brid help out
toe c aus e o t h e r w is e CIL .j u s t s im p Iy m.»o n 't g o o n toe c aus e e v e r y t h in g is toe in g

cut/ the kids project is being cut.,, the technical assistance unit is being
cut.,- even the job employment section now srid that is g.uite something because
it is such a crucial area that they have had such a high success rate in and

also has proved to be such an invaluable service to disabled people in the

c o m m u n it y.,- p ant ic u Iar 1y w he n o t h e r .jo to pr o g r amme s .r 1i!••••: e f h e B e r k e 1e y V o u t h

E m p 1o y m e n t s e r v ic e s.,- w h i c h is t h e m a in e m p 1o y m e n t s e r v ic e s f o r m B.n y y e ars.,-
is threatened with closures because of the block granting system.,- funding *

f hr o ug h t h b C o m pr e h e ns ive and T r a in in g Rc t C E TR t hr o u 'Pjih 0 e p t,, o f Labo ur and
operated by "the city offices B.nd human services has been cut toack B.nd it is
in the same funding source asthe job employment section of the CIL Brid they

have two or three u.ieeks to live B.nd they have to get together* in looking for

alternative funding sources« They live wor Ids apart toy having funding in
different sources .r now they are feeling the crunch they have got problems*

END.
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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 as ic 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
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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



G r e g S and a r s „ /*?"-

&>

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
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Wha/t do you -think CIL has done -i-or -the disabled common i-fey

X 'think 'tha:t 'the movement b& a whole has- shown disabled people that we ape

•able to ma.ke achievements 'that we ne,vi£,p thought we could.r and has also given

us a sense of self power that I 'think we did not have as many of us did not

have 'that sense of power as do have i't now,. I also "think that people who

were really 'the disenfranchised are possibly benefiting even at this point

•from the faoverrent and the fact that we have been ah le to show that our

commitment is to disab led peop le... irrespective of the severity of the

disabi lity of the people that B.n® invo lved« I think the movement has also

been very effective in working with legislators because we have begun to

show that we have a political power base..- and that is really what

politicians begin to look at., do you have people who- vote and how many of

them bx"'^ there« That certainly has not been as successful yet as ».ue would

like it to be..- but considering the fact that u.«e have a history of

disenfranchisement.r then over a very short period of time really the IL

movement has... even CIL.r we started in 72..- we did not start providing

services until 74.,- you Br-& really only looking at the movement star fciv\o) in
the last 8 or .9 years..- so... given the number of years that the movement has

been developing... we have really made incredible -gains» Many of us sr-B
1 concerned about lots of things that are going on... one of them..- obviously.,, i

the Reagan administration... the terrible effects his proposals are going to

be having on disabled people... and I think we were over the last eight years

"•opa.^anda that has been put out... snd the lying information^ the absolute

i-'.ck of concern for the needs of poor peop le... irrespective of u.ihat he says,,

think it is o^oin^ to take all of us a while to catch our breath aoiain» ^J
"ie other day there was this huge demonstration in Washington against Hai^ftj^The o

where -58..-©00 peop le showed up..

in :•:•:p ir e d b y w h at p e o p 1e in E u r o p e are d o in g in r e 1at io n s h i?:> 16 o u r

administration^- like the German demonstration* I think peop le shou Id be

crazy over the ludicrousy of what is ^oin^ on in this country... the finaneia

power that this country has... not on ly for our own peop le... but over the

world... it is a devastating thought« Really what the administration has

taeen attempt ing to do here is to bb*> i ca 11y d isman11e a 11 t!•"«e c iv i 1 r is~:?ht:-!•:

/provisions and to detonate all the progressive pieces of legislation... rehab
legis lation... special education legis lation... which has been created over many

...'.u:..::ii.^.:::: ."•.«£ c+^noioiId. The IL movement is going through changes.. We sr-® onyears ot sxrugg ie« me il movemenT is going xnrougn cnanges.. we sr-® on

B.n upswing downswing... flailing back and forth'.,, but I was impressed with the

fact that I met an Englishman a few months ago.,- who had lived through the
first few years of Margaret Thatcher.r Bnd if made me in fact believe that it

is p o s s ifo 1e t h at u.»e c an s u c c e e d t h r o u «;yh f h is m ars h.,- o n a d ay t o d ay taas is it

is d is c o u r ag in g.,- to141 I k e &p t h in k ins^ atoo u t t h e B r it is h p e o p 1«:•;« t h at I m e e t.,
But I know that the strugg le that we are going through now is going to get

more diff icu lt« «««.,,,

<Te lephone interrupts interv iew«

later da.fe» .^!

In t t=:i*r v ie w t e r m in ate d .hiu*"}d p ic k»-:::d u p a."
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1 think the reality of what is happening here is that programmes that have
joj.--qi.jjqjed s ervices that have enato 1ed disab Ied peop 1e fo foecome independent *•w •
are closings There has never taeen a really strong commitment on the part
0f govern ment agenc ies to pr o!-..! ide effect ive serv ices f or d isah 1ed peop 1e*
1 meB.n..- the indepen den t 1iv ing mo ve ment has started taecause tao t h go vern men t
agenc ies and trad it :i. o na 1 non -~prof its have tabks i c a 11y not s erved d isab Ied
people effectively* Wot only have they not looked at us b.s a whole and
provided services from birth to death and a y^bt\<^& of support services... but
they also have not had a commitment to believing that we can in fact make

achievements and I think that that has been a. significant point of the

independent living programmes.r that with i-JBr-y scarce resources programmes

have been able to do a lot more than many programmes with a lot of money.,, so

it is K-'Br-y discouraging to see programmes that have made such changes in the

lives of k « ,, « you know..- in the case of the parent advocacy programme you are

Io o k in g at n o t o n 1y im p act in g o n t h e Iiv e s o f d is ab Ie d c h i 1d r e n tay g e f t in g

them appropriate education..- taut in many cases by having parents come to a

P 1ace 1ik e CIL. y o u are a 1s o m ak in g t h e m tae 1ieve... in e f f e c t ... t tae ir c h i 1d r e n

are going to grow up.r which is a big problem with parents of children.,- they

continue to think of their chi Idren always Bnd not as chi Idren that are

going to become adults..- and then when they think of them as children that

i are not going to become adults... they also think of them as children that are

wiot going to be able to make achievements... so for parents to come to a place

like CIL.r they get to see..- they get both the services and they get the role

modelling Bnd that is true also for adults» When I think of the job

development programme... it tarings to mind.,, not only have u.»e placed many

disataled people... not only have we allowed Bnd supported disabled people in
making their own choice of work they want to get involved in.r but we have
also influenced many employers Bnd got the employers who previously did not
accept disabled people as employees iy\ those jobs* Now I think one of the

errors that we have macie a Iong the roBid i s that we have not taeen &&•^ *̂
c ap i'ta 1is t ic b n o u g h... I t h in k th at i s t h e pr o ta 1e m o f many n on—pr o f it s... t h at

the politics of many of the non-profit programmes^ Bnd us included.,, has taeen
I•• b a 11 y 'to foe d is e n c h anf e d w it h a 1o t o f t h e t r ad it io n a I p o 1it ic a I s t r u c tur e s

to«?c aus e we havb foee n b xc 1ud ed und er the t rad it iona. I cap it b. 1is *t and r e a 11y
all other political structures to a greater or lesser degree* So we have

been trying to create a. more.,- Bn environment where there was more interest

in all people... and in doin^ that we have worked for less money..- we have

worked long hours.,- Bnd we have not done such basic things as charge fees for

service to the employers* So.,- although we have placed between the job

( development programme Bnd computer training programme over 600 people in
v jobs.,- we he.ve never charged ariy of those emp Loyers for our services and many

of us have felt that if we were to charge* «. .. see..- if the law was strong B.nd
being enforced and there «.uas a real commitment on the government to make

employers hire disata \.Bd people... then if u.*e were to come in B.nd say..- u.*e are

going to charge you a fee for placement.,, they wou Id be more likely to pay it

because if they did not hire disata led peop le.r the government wou Id come down

on them.,, taut if the government is basically saying we are not oi^in^ to care.,,

with all the non-disabled people out there looking for work.,. Bnd you come in

s ay in g y o u w Bnt t o c h arg e a. f e e f o r y o u r s e r v ic e .*• t h e r e is r e a 11 y n o r e aso n
for them to have to pay that fee* In the case of parents.,, we have thought

about charging fees to parents for aclvocacy work and education and then we

have been reminded that then we probataly would not get poor parents Bnd
really the middle class and upper class parents can afford to pay for

lawyers..- so wb really have been serving a population that do not have the

money to go other places for services so we really looked a.way from charging

those "v^BBSit

•JE» So you see the WB.y ahead as char^in^f fees **« v,C\

I think that is one of the wBys.r also one of the ways is for us to set up
some businesses.,- but then again you look at «*«.,- I think u.»e have to set up
businesses... taut we have been talking about it for years and no programmes

have done that successfully yets We need business advice..- we need capital.,
To set up a business you neec^ capital Bnd you nBBd people who understand how
to run a business Bnd many of us are social service workers Bnd we have
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i-}l^!v!,.•::,{.- tt a u •[ 1.1.1ou Id say we have more experience in r-unnin^s a lousiness because

CIL and the other programmes are businesses... but they BrB not a. business in
the same way as a restaurant or boutigue store or- movie theatre... Bny of
those* It is a. different business B.nd you BnB not able to get government

JE s But u.ii 11 they demonstrate all over the country?

e thought that it was ppettywrote a. leTter to rirs» r-:eagan ST-aTing Tna.T snB TnougnT thai, it was prexty

terrible that the week that lunch programmes for kids b.vb being cut... she

went out Bnd spent over- $200.,-088 on a china set and I think that really

typifies the mentaIity of that administnation,, 11 is grotesque in the

truest sense of the word* When they talk to us aioouf tightening out belts,

/then spend over $268.,-080 on a plate * * * *

g o in g t o h a v e e c o n o m ic a 11y m ig h t tae o f v a 1u e

I th ink work ino) w ith the bus iness commun ity... u.«h ich we have been do in«i for

years..- is ataso lute ly critical*

T}-}b N at io n a 1 C o a 1it :L o n o f .1 n d e p e n d e n t L iv in g P r o g r amm e s... tae in g t o t a 11y

candid.^ I think it is very important that the groups get together.,. I also

feel that i"^ the government does not cut hack the funding for the

independent 1iv ing programmes... it m ight have a chBnce f o get off tj-*ie groui"id.,
if.,. oK-iBr the next few months.«- the budget to those programmes BrB cut... there

is not going to be any money for the people to get together to have a

me e t in g * Wh ic h h b*z a 1ways b ee n a fo ig Pr o fo Ie m in t h e d is afo Ie d c o m m u n i t y«
Cut off our money and we can't get together

•JE « V o u m e an n at i o n a 11y
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I mean locally as well* 1-^ you don't have transportation.* people can't get
out of their houses... you can't have a local meeting* Vou multiply that
problem to trying to bring together people from at least 150 to 180
programmes in this country to sit down and talk* We have ne'-.-'er been

together foe-fore.* we can give each other assistance... there is no doubt about
it.,, but the reality of the situation is.,, most of the Independent lii:firvr3
programmes have not embarked on fundraising.r 'they have depended on

governmental money,, Now St* Louis is a. wealthy community and he also... I
think through his father.,- has business contacts which does not hurt... and

that is not the case for most programmes.,, most programmes do not have „ *„
How the Hawaii programme has been picking up foundation money... they have
started... a number of the other programmes are getting foundation and

c o r p o r ate m o n e y« B e s id e s t h e n e e d s o f o u r c o m m u n it y.* h o u.te v e r .* are n o t m e t

toy t h o s e d o n at ions .* f o u n d at io n s are on a. c e r t a in Ie v e 1 1ik e t h e g o ve r n me n t...

they only '^i^B money for 1 .*2.*3.* years in this country.r so that although

f o u n d at io n m o n e y is c e r t a in 1y im p o r t Bnt .* w e d o e v e r y t h in g w e c Bn t o t ake it .*

it runs out and then frequently no other foundation or government agency

wants to pick up a programme that somebody else aIrea.dy started« So unless

you have your own capita.I to maintain that programme... the programmes die.*

that is one of the biggest causes of the closures of services and programmes

in t h is c o u n t r y .* is n o t h av i n g tae e n ab 1e t o g e t t h e c ap it a I.,- p r iv ate c ap it a 1

-, to m a in t a in t h o s e p r o g r amm e s«

Nou.» the ILP coalition* the national coalition... I think... could... in fact.,, give

people information on how to do fund raising and provide people with that

kind of assistance* It could set up o\uidBlinBS« It is a coalition.,, arid

coaIi tions BrB irnportant... coa 1it ions wind up havino\ to represent the midd le

of the road of the philosophy of the group ais a whole.. Now this coalition

has things like Wax and Arris., which are really more to the left and then

you have programmes which go to the right.,, we sr-B going to have to fall down

some place in the middle... so we definitely will foe afole to do things... this

is if we ever get together to have a meeting* We sti 11 have not met.*- you

know we had one meeting in the spring

J E « H b s a.id t h e r e w as h o p e f u 11y g o in g t o tae a. m e e t in g in N o v e m tae r in t h at

place in Kansas..- taut that hotel fell to the ground.,- I don't knew.* whether

that is going to happen at Bn alternative venue later on* The criticism I

have heard in a. lot of p laces.r even in Eng larid.p is the.f the CiL here got toe*

taig.,- too fast and it's like its become impersonal and its sort of all over

the place.,- how do you see that.* how do you think that has affected the whole

management Bnd structure of the p lace?
^j

I have a lot of feelings on 'that* One thing the.t unfortunate ly happened

here was that our programme.* being the first programme... had no one else to

learn -from.,, so that is a big problem,, So we made lots of mistakes that we

were 'then a.ta l.e to ta Ik to other peop j.e eJoout so that they wou !.d not ma.ke the

same mistakes.* which is an a.dvantage to the other programmes.* to have learnt

from our mistakes* We also did not start with any secure funding.* un like

programmes like Max B.nd the others.,, where they startedwith at least 'three

years solid funding.* unless some ca.fastrophe happened.* they knew they '.Mere

going to get at least that amount of funding.* and there also was the benefit

o f h av in g s e e n« « » <.ue 11 .* w e d i d n o t h ave bpP r o p r iate s t aff in g in t h e

beg inn i ng .* we d id not have money in the account ing department... in other

words we did not have the kind of staff that we should have had Bnd u.«e did

not have a* the expertise or b« the funds.* so people were trying to « ,. *

maytae we tried to do too much too soon.* I think... maybe.* you knowr wtaa.t lue

recommend to groups now.* when they BrB app lyinq\ for money.* is that they

apply for a solid core administrative structure and build the services on.

The most important thing to run the operations is to have a. core

a.olministrative staff* We never have been in the.t situation because we did

not have those funds and when those funds came out.* we were ine ligito le

toapp ly for them.* as they were only for new programmes.. We lost out e'-.-!ery

w h ic h w By t h at y o u c o u 1d p«:::«ss ita 1y f ig u r e o u t.. N o w .* t h e o t h e r t h in g t h at I

think we have done.* that the other programmes have not done... is that we have

been ado le toshow that.* we are probata ly the only programme that is actively

s e r v in g p h y s ic a 11 y d i s afo 1e d... fo 1in d... d e af .* m b n f a. 11 y r e t Brd b d c 1ib n t s „ T o
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the toest of my knowledge.* there are no other programmes that are doing that*
We are also sBruino} children and parents* Now.*, to that extent some people
might say we have done too much too soon* My feeling also has been that if
we did not do it.* most of the places would not do it.* that we kind of kept
pushing to ssy that this model could serve more people and that you do not
need to set up all these separ-ate programmes.* that you can do it under one
umbrella..* that the integration of disata led people be ing served under onB
programme is ver;:--' important.* that the sooner we learn how to work together
as a. group.* the strength of the movement will be significantly enhanced.* and

I {•"•ea 11y perce ive independent 1iv ing programmes bss foe ing programmes fhat are
t h e p o Iit ic a I foack g r o u n d o f t h e d is afo 1e d mo v e m e n t .* tae c aus e w it h o u t o u r
services.* people can not get out to organise.* a person who can not get out

of loed in the morning.* can not really begin to start thinking about how to
Qpc^^j^ii^ga,, j think you have to see that one of the reasons why Ca.lifornia.

has been so active is because of the Independent living programme and that

0 t h e r s t ate s .* b:b t h e y o r g an i s e in d e p e n d e n t Iivi n g p r o g r amm e s .* t h e y toe c o m e

more active communities a.lso« I think one thing that has been very bad is

that we have not been able to get money for things that we needed.* like

Bjppropr- i ate adm in istration... so that .* had money snd bookkeepers to adm in ister

it etc* ».ue wou Id not foe having some of the problems that we are having right

now« But I think there has always foeen a. group of people on the outside

•f who would- want a programme like this to fail Bnd I think one of the things
«i.Iso in the disabled community is that we don't know how to deal with power,.

L-j.L has been a. '...'eri:.*1 power-fu i. organisation.* one of the reasons it has been so

pou.ierfu 1 has been because of its sizen Because we have reached out to so

many peop !.e..~ that we have been a.fo le to impact '-jBny pctsitive \.y on the lives

of many many people* The problems that have been going on here are really

f inanc ia I pro fo 1ems... B.nd the comm itment 1 th ink of the sta-i-f Bnd the needs of
people have grown.* more and more people keep moving into the community.,- so

although this place is not what everyone wants it to foe,* a lot of people are

coming.* so there must not toe a lot e Ise out there

JE s They BrB moving into town like Bnythirv^.r BK-iBry day you are finding out

about somebody else* How do you feel about that* It must be an

increciifo le strain.* having more peop le coming.* more sBr",n.c.Bs to provide.* nouj

without the money.* do you know how you BnB goin^) to go ahead?

1 d o n 't k n o w,, 11 is v e r y d e p r e s s in g f o r m e... foe c aus e p e o p Ie c o m e h e r e

because they know peop le who have made it here and some of the peop le who

c o m e h e r e e.re p e o p 1e u.ih o a.!-"-e n o t ac.t iv is *ts

^^.JE s; They come because of the services* That's u.ihe.t I mean.* you got the
level of activists B.nd then you've got a lot of consumers u.tho Br-B not

contri taut ing towards keep ing CILs movi ng

T h e y are Iik e t h e ave r age n o n •"•* d is ah 1e d p e r s o n * 7 h e ave r age n o n -*• d i s afo 1e d

person goes to the store Bnd they buy their food B.nd they don't ever get-

involved in Bny of the issues around* whether the store is charging too much

money.* whether the store is se 1 ling food that peop le don't want so Id.*

whether the candy is in the -.ppc-nt of the store cm-"* the back of the store*

Vou have a handful of people that want to get involved in dealing u.«ith the

politics of the store* Most people .just want to buy their food their.* and

they just want to buy it b.s cheaply and efficiently b.s possible* I am

really hoping .that «„« CIL will survive.* I have no doubt about that,, It is

going to change in sizzB^ but I have real problems when I think about what is
going to happen to many other programmes*

END
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«,*„„„ .which is? health.,, educational we Ifare work/ running the kids projects

ar-e y o u f am i 1isr- ».m it h th at.,• m a in s "tr e am in g .r mo r e e «::••!u c air- io n a 1 t y p e progr aju'im e s

etc» We 1 !.«• 'this has happened toe-Pore4r tout most recent ly.... of course.,, with

Re agan .,• h e h as do n e a. pr e11y go o d .jo to o f c u11in g m o s t o f t he mo n e y,« W e

have had to severely cut ioa.ck services.,, if you had come a year ago.*- this

place would have toeen twice as lousy.:- 'and twice the staff ! f" ! ! !p i.ace wou lc? nave soeen i-wice as lousy.,, anc* t-wicc »?ne s va.T'T.... $'•;.« u *:• w«:n* n.:::*.u a. r wca j.

pa.pe down of services,, For our department we have had to go out to the

private sector for funding.,. I mean corporations and individuals in the

community.,, snd we have done » « ,, « what we do is we send out a residential

solicitation.,, which is a huge mailing of about 25.,.868 letters signed toy a

prominent person in the community who is involved with C.1L.,• could toe a bank

v ice—presi dent or a wea Ithy person.r whose name, is known« Then .r from th is

letter.,- we get monies toe.ck.*- so that is pa.rt of the wa.y we raise money» To

t h e c o r p o r at io n s w e s u tom it p r o p o s a 1s .r t h e .,:.•, h ave n o t toe e n t e r r ito 1y

responsive.i- pent of the reason has toeen attitudes in terms of how they

perceive disatoi lity... whether the attitude is sti 11 around institutionalising

peop le or she Itered workshop^ it is changing.,, but traditional ly they are

m o r e f o r t h e t e 1e p h o n t y p e app r o ach .,• u.»h e r e t h e d is atoi 1it y o f t h e d is alo 1e d

person is mente. 1.,. there is sti 11 a lot of awareness that has to toe done.,- tout

on the other hand.? because of social conscious pressure.,, they do have

t h e y w i 11 g iv e m o n e y „ fl 1s o.,. e x p 1a in in g t o t h e m h o w m u c h if r•e a 11 y c o s t s t o

maintain somebody in a hospital* Here it is estimated $488.,-888 to maintain

someone in a. state hosp ita. i.

•JE s So you are the co-ordinator of all the procedures involved

Right* So.,- we submit proposals to all the big corporations., we follow it

up with a personal visit.,, from -either Judy or Phi 1« Then we have major

f u n d r a is e r s« W e t r y r ad io' s t at io n s.,- c e 1e tor it ie s 1ik e t h e 0 Bk Iand flc e

Baseball Team.r sponsor things like this* The problem we have run into is

everybody and their brother right now is cooing this,, We are having a. wine
reception that ~ - -- -._.. ~ ~. -. t -.reception that a company is sponsor-ing.r we sr-B having a Country and Western

dance in the spring.,, the Oakland Fls had a big baseball strike here.,- but now

/that they are back they are going to do something.,, we dorr'f know «.uhat,, We
have had people on our community board from the community do little things

for uSj- like the «„,,„,,„,,,,,,„,, have had speakers from CIL wou Id address their

group and we have raised a little bit of money that way.,, and that is two

fold.,- it is community education plus it is 'fundr-B.isin^n We try to sort of

balance that,, We get a lot of requests for speakers to churches and

groups- We are having a big dinner.,, which we have n^&.K^r- had before.,, with

Istac Perlman..- he iuas here a. year a.go.r so that is going to hopefully ra.isee

the estimate is $48.,.888.,- which for us would be a. lot* That would involve

companies buying tab les.r and individuals buying tickets at a ^^ry high pric

•JIE!}, How long ha.ve you been here

fl yeer« ihere is Reuben and I„ before we came there Mja~s essentia. 1 ly

nothing.*• so it hb.s sort of toeen a s 1ow toeginning and we are sti 11 .just

emerging out of the chaos

JE« What was your experience beforehand

I t.uas a publicity director of the United Way.r Pittsburg.,. Penn» and then I

was a. freelance writer.* My real experience is public relations.,- I *' ve done

some fund raising for United CP.,. tout not to the extent that « « « « tout if is

sort of interehangah le I think puto lie re lations and deve lopment., because it

is a11 community invo Ivement

END
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•Job deve lopment set up about 5 years a.9c« It started *.uith a. y'ery sma 1 1

thi not :i. n the department of rehab* Part of the rat:i. ona le on rehab fundi ng.,-

this is something tha.t they ere supposed to foe doings What tends to happen

is that rehab kind of works with clients on a vocational sense of a. to z and

uie sort of work -Prom the xyz of that whole concept,:, so by the time the

people are corning to i-\s for services they are already job ready« They

already have the training... ski 1 Is,- education.,- work experience.,, so that they

are competitive in a job market,. They usually have a pretty good idea.,-

a 11h o I...}g h w e d o a b it o -P r e f in e men t o n t h at.,- o -P w h e r e t h e y w ant t o b e in

terms of what type of jofo« The other aspects of their life are together.,-

so tha.t they ar-a able to go out and do touting for jobs.,, which takes a lot

o-P time* So it* a person is looking tor a house or apartment &*:- well as

looking -for a job.r we 'tend to refer them to housing,, Or if they have

psycho 1og ica 1 prob 1ems or a d iff icu It emot iona 1 per iod ... or if f inanc ia 11 y

they ar-a not together enough to really be able to sustain a job.,- there ar-a
other units within CIL that we car-! refer them back: to* So we ar-a the last-

stop on the IL merrygoround,.- Fit this point people have achieved IL and

have achieved some training or skills.,- such that they ar-a ready to go out

and work.,- that is where u.«e come in

r JE i! Was this one o-P the last departments to start up

Right* It is now really concerned with poor service in that many disabled

people ar-a looking for work.r and the kinds of frustrations that people face

anyway looking for a job ara so much compounded if you have any ciisabi lity,,
T h e y k in d o f d is c r im in ate.,- t h e e x p 1anation a p e r s o n h as t o d e a. 1 w i1h g o in g

for a job.r talking much more about their job limitations.,- or the

accommoclatioris that they ar"a o}o in*B to need» There's many more hurdles a

disabled person has to face arid we offer a support network as we 11 as
intensive course 1 ling* So our programme has two bentsr one is dealing with

clients, and in clients we work with them on identifying their joh.r we talk

with them about developing good job seeking ski lis.,- resumee writing.,- f i lling
in app licat ions.,, dealing with interviews.,- which is real ly the crux.,, because
the interview is where you ar'B really going to sell yourself into a job*

We focus a lot on having a person talk about their disafoi lity.r the job
re lated 1im itacti ons of the di sb& i Iity , qui ck ly.? succ inet ly.,- sort of get it

over with/ so that you can spend the rest of the time talking about what
everybody talks about.r your skills* We do encourage clients to deal with
their disafoi 1ity on job interview.v if it is re 1ated to their emp Ioyment«

( )If you have a disability that is nothing to do with the job that you ar-a
going to be performing.,- say that.,, if it is an obvious physical disafoi lity.«•
and i^ it is a hidden disafoi lity.,- you make a. judgement.,- if if is a

disafoi lity that will not affect you on your jofo.,- like arthritis^ for

example.,, if you dorr't need ar\y accommodations on the jofo.r there is no reason
tohring it up* However.,- if you have epilepsy.,- or something that might well
at some point have some effect on your job.,- *.ue do encourage people to deal
withthat in a job interview,, It can do a lot of good if youdeal with that
assertively and quickly* We feel that most interviews take such a brief

amount of time.,- it is importnt to get that over with* We assist people in
developing job search strategy.,- and in that utilise contacts that we have

developed over the years in this progrmme.,- personnel people that u.«e might
know in specific companies ««„* we work u.*ith the client in a team approach

and basically ana trying to enable the client to develop the skill they need
to look for a joh independently*. We don*"t look for the jobs for the

client* For example^ I might know of a company that has jobs along the

lines that the client is looking for and wha.t may in the discussion work out

is that the client is« « » I may make an initial contact or the client may

make the initial contact and I supply the names.,, then the two of us sit e-!own

and try to map out.,, if it is a field that we have not developed a strategy.,-
to locating quarters that the client might have skills in or foe qualified

for« We meet regularly.,, we have a sort of a counselling mode and a.

*„„»«**»* we have a strong counselling background« Many people will come

t o a p 1a.ce w h ic h is c a 11e d -.Jo h D e v e 1o p m e n t .,• t hio u g h act u a. 11y o t h e r p r o fo 1e m s
have foe e n g o in g o n f or qu it e a t im e.,- may foe p r o fo 1e m s t h at r e qu ir e in t e n s iv e
counselling.. If the client is having a hard time talking about things in

an importnt situation.,- in an interview situation.,- then if is possifo ly
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because there may st i 11 foe some difficu Itias i n acceptirv^ thei r disabi 1ity.,.
se 1f conf idence« 11 is important that tho s a foe d a a. 11 w ith.,- and that a
s e n s it iv e «:::. 1ie nt is s u p po r t ed

JE ;i Do you find that jofo seeking brings to the surface things which have
foe e n pus h e d as id e

Ves* We really push for having i^ar-y strong counselling ski lis,- within jofo
deve lopment.. a vocational course Iling background* Good counse 1ling ski 1Is.,-
good intake skills.,, good interviewing skills* In the first couple of
interv iews you ana rea 11y ga11ing a 1ot of information from the c 1ient., on
which we base the judgement of whether the client is jofo ready.,- have there
been appointment problems in the past.,- if the client has been -fired./ why.,,
th ings he d i d that need to foe dea 11 w ith foa fore tine person goes on a jofo
search* So that is more or less the clients side of it* Then the other

s ida of tha programme is work ing «.u ith emp 1oyers... concentrat ing on d a ve 1op ing
contacts for our clients* To set ourselves up as a resource for employerSt
even if it is not a referral from our clients.,- perhaps a disabled parson
comes off the street *.uho goes for a job.,- there might foe som questions that

the employer has about accommodations.*- or they, may have some questions about
j j\aking tha i r faci1itia s acces s i fo 1a.,- they may have some questions ahout how

much a.n in"bar'pr'a"har- costs.,- whether the TPS-1 costs **„« Very recently we

have embarked on a much more technical assistance kind of approach* In the

past we were giving out all this kind of free information to employers and

r e c o g n isa n o w.«- in t h e 1ig h t o f R e agan •" s fou d g a t c u t... o u r p r o g r amm e :i. s g o in g

to foe scheduled for reduced funding at the and of this month« We are CETR

f u n d e d.,- C o m p r e h e n s ive E m p 1o y m e n t and T r a in in g flc t .,- e s t ab 1is h e d afoo u t f o u r o r

five years ago to assist groups that had been traditionally unemployed or

underemployed... so our programme got CETR funds.,- but Reagan is doing away

with CETfi.,- this is the last year that CETfl will foe in operation. So we

have decided that ».uhat we really need to do is set ourselves kap as a

consultant to employers and provide services on a fee for service basis to

emp loyers.r such as training on disafoi lity.,- awareness training.,- to personne 1
»«»,«» the biggest problems are always additudinal barriers to getting jobs.,,
it is not the ramp to foe fitted.,- it is. the supervisor making a lot of
prejudgements based on their ability to a.ccommoda.te the jofo* So we have
em foanked on d o i ng tr a ii•"§ in g se s s i o n s *.u ith emp 1oyer s« Wa ane a 1so pro v id in g
o n a f e e f o r s e r v ic e foas is t e c h n ic a. 1 a^-s i s t anc e afoo u11 p h y s ic a. 1 acc e s s *

Ta Iki no} w ith emp loyers about how to set up recrui tment systems to recru it
1 J disabled workers.,- how to do outreachB fill that comes from selling it to

employers on a fee for service basis.,- u.iith that we might be able to actually
foecome se 1f s upport ing * 14e have s evera 1 proposa 1s out r ight no *.u t o rece iva
money for that project* We have done a small sort of test.,- we got two
employers to test out the model of workshops that we have foeen giving.,-
tra in ing and a Iso p hys ic a. 1 acce s s s urve y.,- :i. t got a tremendous Iy pos it ive
feed foack* Both of those companies have u.iritten a good recommendation for

our propose.I.r so we feel quite confident that we have good models,, We feel
many employers that we talk to continue to express a commitment to hiring
d i s ah 1ed a mp 1oyees.,- whether or no t federa I regu 1at ions ana d a regu 1ated .,-
which again looks like it wi11 happen withthis administration* They have
bought the idea that there is a whole pool of potential workers outthere.,-
but there ana still some problems to foe worked out in terms of really
assimmi lating disabled persons into the workforce.,- we can foe there to help
that along* Companies pay consu Itants for a wide range of products... why
not this* So 1 think we ar-a finally..- after five years.,- being forced to get

creat ive .r g et smant ahout manket ing progr amme s * Emp 1oyers that we have
established a good reputation with by referring qualified disabled

a.pp licants * » « »

JEi Vou will foe able to stay on the road then

Ves.,- we ana hoping* Most of the boards who review this proposal need
thought.,- so we profoafo ly will lose our funds foefore we get other moneys.,-

however I feel fairly confident that one of the proposals at least wi11 come

through and that the programme wi11 foe able to continue in some form
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Jhs Do you see any trends..- types of people you are helping

Ne ha.ve pr im^-i Iy focussed o n s a r!...»i ng severe Iy d isafo Ied p a rsons« That has
not so much been the problem.r I think the greatest resistence comes.- for
some reason.r in hiy-i\-io\ b blind person, I think it is based on a

stereotype.,- it really requires a blind'person to foe able to go in and
explain how they have done work in the past or how they have "by-ainin^t; We
hav e worked w ith a rea 1 foroad range of d isafo Ied p arsons and a foroad range of
skills a.s well*, We don't have a field enquiry base.,- but whether a person
is jofo ready* Jofo ready can foe a high school diploma and some work
experience or they could have just graduated from law school.,- we work u.»ith
that kind of range of people* In terms of trends I would say that one real
bright new field that is really opening up to people is the computer field*
I think that has happened, because there is such a *««« it is one of the few

occupations that still at this point has great number of openings.,- and

because of that disabled persons who have been trained in this field ar-a

getting employment because they desperately want workers.,- and it is
Iu c r at iv e« M any o f t h e c o m p an i a s t h e n r e t r a in p a o p 1e

JE* I thought there was a separate computer set up

^*via work together..- tout pretty much they work i.uith their own clients

JEs Can you give me any figures

We have worked with approximately 33@ clients^ of whom we have maintained a

P lacement rate of between 68—65%^- this is tremendous ly high.,- the national

average placement rate for the disafoieel population is about 2@"~25?«« I

think the model of the programme tha.t we have developed is very successful.,-

in t e n s iv e h ig h im p act .- w o r k in g v e r y c Io s e 1y w it h c Iie n t s .- m any o f t h a
clients who have not been placed have dropped out of the .job search for one

r e ason or anot her... persona 1 profo Iems.- exac:erfoat ion of d isafo i 1it y« 11 I"}as

foe e n r e c:.o g n is e d as a m od e I p r o g r amm e foy t h e pr e s id a n t •" s c o m m i11e a

J E r, D o y o u c o—op e r ate w it h any o t h a r CILs

We have done a lot of training, of other ILPs.,- unfortunately many of the new

1'LPs.r jofo development is about the last »»*

/ \JEs How do you rate jofo development in the IL programme

I think it is i^ar-y important.- there ana not any kind of services out there*

Rehab pays a lot of attention to people up until they, are trained.,- then they
dor/t have the time to work with peop le individually in really getting their

joh seeking skills sorted out.- that's when you fall.,- if you dorr" t have good

jofo seeking skills all the training in the world is not going to get you a
jofo* Personally I feel it is a really needed sav"Kn.c.a^ however.,, if you have

a limited budget and the choice is attendant referrals.- peer course 1 ling.-
housing.- joh development.- and you can only run two of those programmes.,- I

really do hope that at some point the government or someone recognises these

services as vital and that they *.mi 11 foe funded at a level «*««« literally a

t h ir d o f o u r t im e is s p a n t in s u r v iv a. 1.- s e e k in g o u t f u n d i n g.,- r e p o r t in g foack

t o t h e g o'-.-,e r n m e n t

JEs Who- does that

We all do.,- it is not centralised* I am the director of a programme.- so I

do more of that and less of the client contact.- however.- it is very

frustrating.- I prefer to spend my time drumming up more lousiness contacts.,-
as jr.ah Iish ing a fous i ne s s adv isory fooand.- ga11ing a group of emp 1oyers who ana
ve ry c o mm i11ed and fou i 1o! in g o n o ur techn ic a 1 a.ss is t anc e pr «:::*g r amm e.- t h at is
where I prefer fo spend my time.- rather than researching foundations and

looking for money.- which is what I find myself doing,, In terms of CIL as a
whole.- something that would foe helpful would foe to have a centralised group
to do that for the whole agency in a more planned kind of way.- however it is
K^ar-y difficult to get money from those kinds of positions..- and it is really
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a kind of Catch 22.- specially right now.,- it is '^ary depressing.- a\-iar-y month

there is a new programme that is leav ing.- the Reagan adm in istration is j us't
killing us.- it is iJBY-y sad to me* I spoke with a blind man from England.,.

who had a show on TV called '"Does he take sugar*'".- he did talk about Thatcher

and it was like a blueprint for what is going on here* What gets funded

h e r e b y c h an i t y ane p Iace s 1ik e 0 o o d w e 11.- ».uo r k s h o p s f o r d i s afo 1e d p e o p 1e t h at

d o n o t h ir»g t o e n c o u r age p e o p 1e t o IL.- it m ake s m e s o ang r y.- t h in g s Iik e

Gerry Lewis telephon.- things that ar-a a. Imost totally run foy able bodied

persons.- wh ich is not in itse If had.- but peop le whose phi losophy and m ind

set is very old fashioned and those programmes get huge amounts of private

funding- CIL.- we ana in a strange position because politically we ana
activists and for that the Reagan administration wou Id love to see us wither

away.- and in some u.«ay that is ha.ppani\i^.r on the other hand.- we provide

services that ana extremem ly vital* I am looking forward to about 5 or 6

years "Prom now.- when they ana swinging the other way

JE« How many staff do you have

We have lost staff along the way because of funding- at our largest we were

12 and now we ax~'a 4.- and we wi 11 be losing three of those people at the end

/ bf the month unless we get other funding.- so even at CIL it may foe possible

that there won't foe a. jofo development programme,- but we ana trying to foe

optimistic: and we ax"-a sending out a lot of positive information about the

P r o g r amm e«

END

<w>
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1 work in intake.,- I work in the homebound projects which is probably one you
have not heard of.,- and I also work on accountin^ii So you are really
intere s 'te d i n the homebound project« The homebound pr o.j ect is the i::e der a. 1
government grant -for rehab services admin* It went one year and it got
renewed for 'the second year.,, although 'the budget got cut a bit. Basically
"the homebound is- sort of like a CIL in mim. scule.,- and 'the difference is we

have a budget for 'transportation.r literally to go out and visit the clients.,,
or bring the clients inx and they don'"t have to scramble around to get
Peop 1e to he 1p w ith trBrisportat ion .,. we j ust c han9 e it to our transportation

budget* In transportation they have the money.r or they don't actually have
itv they have it in the county .r and transportation sends them a bill to

homebound project.,- which is paid out of the homebound project » » » I mean it
wo r k s t h at w B.y b as ic a. 11 y*, S o u.*e c aj'"i g o o u t arid in t e rv ie u.» t h e c 1ie n t s«

Our basic re? le is to work with clients who are institutionalised.,, in their

homes.r can't 91et out too much.r those are the people we really want to go
after.,- but we can work with just about anybody that has got multiple

pro b 1e m s.,. m ayfoe s o me bo dy has .j us t mo ve o! o ut }•"!e r e an0! the y h ave got a m ir iad
of detai Is 'they have got to work together

•JE !i How do you initially contact those people

Nhef we have done is outreach.*- to let people know that we are here

.JE» It seems the ane as outreach and homebound probably cross

What would happen anywa.y.r if they contacted CIL as such and they looked like

they were 90ing to be a Ion**! term project.1. a client who was going to need a
lot of services and a lot of case management.»• then they u.*ou Id refer them to

homebound anyway« Then we send out 1iterature to nurs ino, homes .:• to

in s t it u t io n s» T h e r e is a b ig h o s p it a 1 :i. n S B.n F r an .,• it h as g o t 1.,. 188

pec'ple.r it is supposed to be like a rehab centre

JE How do you contact those sort of peop le

It is K-'er-y difficult «„,,„„«,, some people just don't want help- Either they

are happy in that situation.!- or' they are just totally trapped ..,,,,,„,,,,«,, we

have to be real careful in our working with clients not to lay our

expectations on them.,, which is what we see as their potentia!.»• maybe not

what they see.,, what they consider independent living is maybe in the nursing
whome to say I want to oiet up at this time and 90 to bed at this time,, What

we try to do is find out what they ar-B call in9 us about.,, what is it that

t h e y ane 1o o k in9 f o r.,. s p e c if ic a 11y«, S o m e t im e s t h e y d o n 't k n o w h o w t o say
if..- Brid sometimes their foe9 inning 90a 1 may be much smaller than their Ion9

range 90a 1« Not everybody wants t.uhat M.te call IL

JEs It should not be forced upon them

It is not something you want to put on somebody if they are nott ready to do

it» Anybody who expresses concern and care about IL .r I don 't th ink they

are be ing crazy or anyth ing „ Sometimes they don •" t want to adm it it because

they think other people have made it and I say.r oion't worry about it.,, let's

work on your concerns.,, let's imagine the worst thing you think cou Id happen.r

what kind of things ar-B avai lab le «„«*,,« let's work on and on so that the

most horrible situation in that head has an answer to it..- then if they are

stuck on thatr it is not like they can't think at all.,- so they can say well

that could u.tork if I changed this around.,- just so they don't feel paralysed/

your m ind does not work because you Br-e in th is appa 11 ing s ituat ion.,« don 't
know what to do.,, as long as you can feel.,. I can work if through.r I might

have to call a lot of people.,, do a lot of things.r but I can do it* Then

one thing leads to another.,- you get this idea.,- you get that idea. I have

found that just talking with peop le.,. this is the situation.,, how are you

going to handle it.,, they get confidence.,, or I could do this... or I could do

that.r suddenly they are doing it
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JE r, But as you said.r there are people who want to do nothing

Ves.r it is hard sometimes to accept it» Although sometimes they are not

ready for it.r it is too threatening right nou.i.r so you say,,- that's fine.,, but

if you think about it and it starts to sound better we are still here.,, so

give us a ca11

JEs R social worker once said to me that for some people it is too late

e.fter a. coup !.e of yea.r;Hi:

I •think sl-ie is Iooking at it from a. rea 1istic standpoint.r affer two yeans if

really does get harderr but I don't think it is ever too late* Human

be in g s are ve r y d i f f e r en t and wh at m ig h t t ai<e o n e p er s o n s i:•-••: m o n t h s.,. m ig h t

take another person six years* Until they get to that point where they get

to realise,- I don't want to be like this the rest of my life.,, everybody does

a 11 k inds of things.,- we hawe to Ieave space f or ind i v i dua 1s to have that

kind of individuality* In a way I think after two yaar-s you think.,, oh it

is going to take a little bit more.r but what you really need there to really

make it work is the person wanting to do it.r that makes all the difference

in t h e u.«o r Id,, If e v e r y foo d y e 1s e i s u.»o r k in g t h e ir h e ads o f f t o d o it.,. and

that individual really does not want to do it.,, has not got the motivation.,-

that real concerted effort.,, it might work .,. but it is na^ar- going to be

^-r"'9a 1ly together« Some people don't see it as a realistic alternative.,- when
you start telling them what 1L means* People who have not experienced it

might think that there is not all that much to it.,, but just the idea that

you have got to make sure somebody is going to be there in the morning.,, if

you are doing this ideal ly.«. you make the decisions.,- you pay.,, you do all

these kinds of things every day.,- youhave choices.,- and you he.ve to do all

these things.,, it gets tiring sometimes... it is like a full times job just « «

and so many things can go wrong.,, you have gotta be able to think fast.,- to

think of alternatives.,- all these kinds of things.,- it is a rough job.,, and

people can see that and they think.,. I'm not up to doing it,, Vou have got
to 'r3iK-iB them some kind of a credit for at least seeing that.,- I don't think
everybody who chooses not to do it in the beginning is just lazw I think
that just their own capacity to deal with something is not strong enough«
I really fry wifhmy clients to give them a sansa of what they are really

getting into.,, and also hope they are not the kind of person who once they
have hired an attendant the attendant is responsible for them.,, they are just

waIking from one to another/ they really have to he ready to do all those

kind of things.,- it is not an easykind of a thing.- but if they can talk about
this ar\d really know what they are getting into and are ready for it.,, then

^-^ it makes all the difference in the worlds if they want to do it and if they
are ready to do it..-, that is pant of my job..- to get them ready

-JE i! How many of you do that

The homebound project has a blind peer counsel lor.«• he is supposed to work
ujith blind or people who have got low vision... but he also works u.«ith others

besides that.,, we havea. deaf peer counsellor.,, who works with deaf people.,- a.nd
this includes IL skills.,, like our deaf counsellor does luork at the ILS house

and has cooking classes over there.,- you should see Carol Courier.,- head of

the ILS programme« Then we have an ILS counsellor^ if I have a client who
needs to learn certain skills... 1 can go to this person and say can you

concentrate on this,, Then we have two peer counsellors who deal with all

disabilities.,- Bill and myself* Then we have? a rehab assistant.,, she does a
lot of u.tork with the co-ordinator of our programme«

JEs How lond have you been doing this

On and off since January 76;,. not steadily all the time.,. I did a lot of
volunteer work here.r working for my masters degree^ one of my internships*

I went to Inya.t College.,- San Fran.,- it is a branch of Univ of Calif- I did
a lot of my internship here and I did some in San Fran

Jb. Y: How many days do you work here
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Four.,- and I also work in accounting.,- which is my way of rala:-<ino} here.,-

unfortunately my time overlaps.,- so sometimes I get called for a client.,, but

I realy enjoy learning a new ski 1L Unfortunately this kind of position is

not going to foe salaried for very much longerr we are not going to be able

to get paid for it.,, our social service things ar-a just going down the drain*

I am really concerned that what is going to happen is that as the economy

gets tougher and tougher.,- when the clients call up and you feel like you

can't help them,r you begin to feel like.,. I can't handle another case like

this.r I can only do so much.,, it is too much

JE *,} Vou must have attracted large number of disabled people to this area.,,

looking for support etc.,- so it will foe really tough all round

It makes people less willing to take those little steps that foefore they

might have been willing to take, because you feel like how much am I willing

to jeapordise what I have got now.,- maybe gain something.,, taut also mayfoe to

lose it.,- and yet foy just staying where they ere.*- they lose it anywa.y..-- but it

is real hard for me to say too much to them.,- because it might be their

choice, you don't like to push them.,, because if they fail you begin to feel

it is your own failure too- I like to be really balanced about it.,- say.,- so

this, for instance take a job.,, but you have got to realise by taking this

iofo vou may foe risking losing all your benefits

U
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JEs So there is a disincentive to work

They tried to make it more of an incentive.!- but it is only up to a. certain

point

JE. u Can you explain that

11 is v e r y d if f ic u 11 foe c aus a e ach c ase is „ « ,, F ir s t o f a 11 t h e r e is t w o

different kind of loenefits.,- there is SSI and SSDI,, SSDI is from the

feedera I government.,- it is a disaloi lity insurance^ for instance if someone

has worked for a certain amount of quarters and then they get hurt.,- or go

down with some kind of disease.? and they are able to foe certified as being

disabled j- then they can collect from the federal government a certain amount

of moneyr because they paid into this benefit fund.,- or if they are disabled

and their parents supported them.,- and one parent dies or retires.,- then they

can collect, off of it« It gets K^any difficult* Now.,- SSI.,- Supplementary

Security Income.,, is paid out from the state.,- but a big chunk of it is from

the federal government,r the state pays part of it too« It is K-iav"y
difficult for me to say how much.,, because it can vary from like $100 to I

think the ceiling is maybe #6 or 700,, SSI in this state is $439 a months

this is f or disah Ied physica 11y .r menta 11 y.,- emotiona 11y .r e 1der 1y« Disah 1ed

V^thi Idren can qualify but not for so much.,. I think they get $300« Now there
is a Ilkin d s o f 1i111e t h in g s t hat I d o n,r t w ant t o g o i n t o foe c au s e it d o a s

not help* Now.,- what happens is that you go and take a .jofo.,- and you start

collecting money.,- you start getting paid. If you are on SSDI.,- if you aar-n

money over 9 months.,- you can get it collected for 9 months and it is what is
called a trial work period.,- you can get this --amount of money for 9 months

and not jeapordise your benefits.,- after that you do .jeapordise them..-- but if

you g.uit any time up to that S months « « « Now^ to make matters more

confusi ng ..- if you are severe ly d isab led.,- in Ca 1if orn ia th is is more

prevalent than in other parts of the country,r you can do it all over the

country but most people dorr"t know about it.,- you can do something called a

self support plan..- ».uhich basically says to dept of rehab and federal

government.,- I can be self supporting.- but in order to be se If supporting I

i-j£:,£,,;;:{ certain type of equipment.,- a lot of people go for vans.,- they say they

npi»oi a. van.,- some people go for certain more education^ people say they need

c e r t a in c Io t h e s.,- c e r t a in t o o 1s„ U s u a 11y w h eelc h a ir s ane p a id f o r foy

Me d i c a 11 ,r s o t he y d o n •" t n a a d to d o t h at.,- b u t if t h a y are n o t o n s o m a k in d o f

benefit where they can get motorised wheelchairs.- then yas they would put

someth ing 1i ke that

-JE a What about the ongoing maintenance

Well..- you could do it for a while* Nou.».r what also happens here is that you

are allo «.ue d t o d a d u c t e x p e n s e s f r o m y o u r in c o m e.,- u.»h at y o u n a a d t o foa s a If

s u p p o r t in g .,• f o r :i. n s t arice t r ans p o r t at io n .,• fou t t h e y o n 1y a 11o w a. c e r t a in
amount,, If you need to repair your wheelchair and you have to pay for it

yourself.,- and you need your wheelchair to toe independent^ you can deduct-
that .r maybe you have to pay an attendant extra amount of money other than

what you already get.,, for them to come earlier in the morning.,- or to stay

longer.,- you can deduct that^ you can deduct your lunches.,- you can deduct

work related expenses.,- expenses you might have that you did not normally.,-

that you would not be paying out if you did not work.,- and that is deducted

from your total income.,- to get it down to a certain level.,- and also there is
a m p Io y a r s u fos id ie s .,• u.» h ic h I d o n *" t k n o w e x ac11y h o w t h at w o r k s.,- fou t if y o u r
employer changes your job description.,- your employer gives you some

assistance.,- and you can fake the monetary value for that down too* In

other"' words the game is to make your amount that you earn..- deduct enough

from it so that it goes below' what is called the SGfl.r Substantial Gainful

flc t iv if y .:• S G fl is afoo u t * 3 66,, B as ic a. 11y t h e w ay t h is c r azy s y s t e m w o r k s.,-

they believe that if you earn over $36© you are not disabled any more.,- it is
n o t h in g t o do w it h h o w ol is ah 1e d y o u are« 11 is c r azy,, T h at is it in a.

nutshell.,, and there is a lot of i-^s and huts about it.,- there is a whole lot

of crazy things.,- but according to the system i-f you earn over $386 „ „ ,- „ ,, Vou

can lose everything.,- then you have to go out and earn it« There is a real
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farce.i- there is a. Lot more to if.,, arid so for a Lot of people..- who can live

on $3W0 b There are people who are clever arid 3r9 able bodied arid don*'t

have a. 11 these extra, expenses ,r they really knou.i hou.* to spend their money.,-

they have a place to live that is riot ver;:--* expensive.r maybe they can get

a long

JE 8 Hom.j much a y^^n can you get out of Medical I

Medical!.,- I'm not sure.,- their schedule is kind of strange« If you are on

SSI.r at all,- even one dollar worth of SSI,- you can get Medical 1*

Otherwi se... you have to qua 1ify f inanc ia 1 ly» Sometimes what wi 11 happen is

tha.t some peop* le that he.ve to p8.y are deduetab Le,-- which mearrs t-ha.t you p.»i.y

so much of your medica. I expenses arid then they i'"'.~iy whatever after.,, some

people have s£S80 daductah Ie.r horrendous r but if you are in hospital $6G$

won't take you vei"'*y long.,, you pay tha.t arid then after that they pay,, Some

peop Le he.ve like $•.."«£30 deduetab Le.r wha.f you do is get all your medical

expenses in one move.,- say you are going to get your chair fixed^- you have a

doctor's appointment.«• you go to the dentist.,, you schedule them all in one

month so you have more than $308 worthy you try and do it that way* 1 have

{•••}ever seen how that works exactly.,- taut I he.ve foeen told that that is hou.i you

do itr you schedule all this stuff in at once.

U

END

u-
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-JE 3 I understci'noi you are involved in "the San Francisco CiL.*- I was

intersstecl in what you wana do inis her©

Tha:t is what I was going "to start off with,, I remember getting invo Ived
u.iith 'the San Fran IL crowd« Fitter I had been severely disabled abou**t a

y ear s and I w as g e t t i n g fo a.ck in t o s c h o o I .,• and I d id n o t k n o u.» w h at f ie Id t o

get irrto.r so I said.- well why don't I get irrto something that I might know

something about.r which is rehab or disahi li'ty.r that is me nou.i.,. so I had

better start learning now about me and disability.,, so I -sot into the rehab

course I ling programme at San Fran state university and -first year internship

I did at the IL project in San Fran* It was not easy 9et.t3.n9 that as a

placement because it was -Pelt at that time that IL projects were run too

loose ly and did not real ly deal with c linical rehab matters.,, psychopathic

behaviour etc. So I really had to fight to oiet in there*

JEi When was this

I think it was 74« What had happened before that.,. I was -Peeling really at

a loss as to what I could do ivi this new role && a person with a disability

and so I heard about the IL project.,, so I went there and I volunteered.,,

working there summer and «,,„„„«, Bnd it was real chaotic.,, because I had never

\-iorked a kind of ordered or structured system arid I did not do too well at
that.,- but it did oiive me the idea. I could do something.,. I could write and I

could talk well with people.,, so I he'2$an to have confidence in myself* When

I got into the Rehab counselling! pr09ramme I was determined to 9et placed in
an IL p r o j e c t .r r e a. I Iy g e t in t o it.,. r e a 11y w o r k anc••! w o r k in g u.« it h o t1•"?e r

disabled people* That did not occur my first year.,, because I had to have a

more structured.r clinical base.r I went to UC Hospital..- but my second year- I
ojof. p laced at IL project -Brid I was doinoj peer counselling., working with
peop le wi th di f-ferent di sabi 1iti es

JEs Was this at the CIL

Ves.,. it is called the Independent Living Project of San Francisco.,, snd my
super '•.•' isor was d isah Ied.,. and a re a I s izz Iy wo m >sn... »...«i s ua 11y impa i red,, 11
was real important for me to have a supervisor that was sizzling... who I
could relate to., who kind of treated me like a colleague and not as a dumb
student« It was K^ry important that 1 could maintain my self esteem,,
R 1so .r wh i Ie work ing there at that p 1a.ce.,. at a reha.b centre ca 11ed Ra Iph K
Davies

u
JEs I remember the name there.r Dr Chigi liano

He used to be there.,- u.'hen I had my rehab about two yeans prior to thatv he
was my doctor.,- he had very Ioya 1 sta.ff:» He left w :i. th in 3 or 4 y*=•*ans .r he is
now, at St« Josephs- One thirv$ was really interesting for me.,. I went out
there with another guy who was placed from the state programme.,, he had
««,..«,:««««» B.nd I am B.n amputee.,. B.nd part of our assignment was to work on

the spinal cord injury clinic there.r people would come to us on a drop in
hasis.r u.ihi le they were waiting to see the doctors.? we would talk to them
about why they were there and also'inform them of IL project services in San

Fran.,- a lot of those people go to rehab and that is their whole life really.,,
g e11in g t he b o d i e s back to g e t h er .r b u t t h e r e is n o in f o r m atio n a.bo u t t h e
outside resources«, Hou.» you get back into the system is not Bn easy matter&
Mje were there I guess as role models.* we had brochures.,- we could tell them
about services Br\d also their fami lies.r so that was part of my experience-
Filso.r working on a rehab unit.,, this was the third floor., and this was where
all the disabled people who were getting about.,, who were not acutely ill
were,, We got to meet w ith them s.nd «.ue co Pac i 1itated a group ... «.uhere these
peop le.,. i.uho were patients there.^ would talk about the problems of being in
the hospital.,- some of their concernsr B.nd it *.uas not all around hospital
issues.i- but also i.uha.t do we do when we get out.*, how do I deal with my mother
who is overprotective.,, what is available.,- how do I walk down the street with

this halo on my head* Really kind of heavy issues* It u.<as real
gratifying that our time there.«. at night.,, a lot of time took precedence
oversoc ia 1 act iv it ie s.,. w h ic h were iit,por tant to o.,. b ut it I-:: in d of 1et us kno u.»
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that people had serious issues on their minds too. Somtimes that is a

problem with rehab.,, is that they just want to focus on the recreational *%,
side,- which is valuable.,, but they tend to ignore the process of making the

trans it ion from an inst itut ion 1ike a rehab centre back into soc iety.,. that

is scarey.,. so we dealt u.«ith that* That is how I got into the IL programme,,

After I had graduated I was so committed to this place.,. I stayed there for

about another year and a half.,- just recently left.,, doing volunteer work«

During that time I was invo Ived with peer counse I ling.,- training other peer

course I lors.r doing root ujork... also starting a live i\-i attendant programme*

This other man.r who we~s co—ordine.'tor.r anc4 myself .r u.*e wrote a. P'rogra.mme

trying to get a live in attendant programme off the ground,, We felt there

u.ias a n e e d .«• a.ct u a. 11 y t h e r e i s a. n e e d o n t h e p Br't o f c 1ie n t s .r fou t it is r e a 1

hard to fill that need.,, difficult getting attendants- It seemed like a lot

of people were willing to be attendants.,- only on a live in basis i-^ the

person did not need any personal care« If they had to deal with bowel or

b Iadder r out ines .,• f orget it« 11 u.<a.:-:? hard,- t h at pro j ect is k ind of put in

the back burners for a whi le.r it is still a dream..- when we have the

resources to fill it,, I had a lot of experience there B.nd it was hard

giving up working there..- pant of me was afraid to take on a. paying job..-

afraid I might lose my benefits.,, that was the main concern.,, my benefits.,, my

attendants what if I got sick..- all these fears were forever with me« The

ivwc.| irector of th is program me knem.s me because I had done Bn i nterv iew w ith her .*•
1 guess she remembered me and knew that I did a. lot of outreach.,- so she told

me there was a. position open here« I wanted to do it.r but then again I did

not want to get away from my home base.,- I decided to do it.,- I came in and

w o r k e d i n c o u n s e 11 in g .,- f e 11 v e r y g o o d .*• v e r y c o m f o r t e.b1e .r b e c aus e t h at s t aff

is very supportive.,- they have a. lot of expertise.,- in therapy.,- family

c o u n s e 1.1 in g.,. I f e 11 r e a 11y at h o m e,, I f h o i...i g h t... h e y .«- t h e s k i 11s 1 h ave

learnt at schools I can rea. I ly put to good use here.,, use my case report ings.f
I can put together a f i le.r I can do fo 1 low up,, I was really doing good,,

Then this position b^> deputy director came up on a. shared position,, I was

n o t t o o c o n f id e n t o f m y s e 1f.,. it w as k in d o f s c ane y g o in g f o r s o m e t h in g n e w .,-

something I had no training in„ Something to-Id me.,, why dorr't you ^.i\-lB it a

try - at least you will know.,, so in May I started this job B.nd it has

chang e d« Mt f ir•s t I was s up er v is in g s e v e n d e p art me n ts .,• invo 1v in g att e n dant
referra I.,- counse 11 ing .,• hous ing ,~ outreach s f inanc ia 1 advocacy .,• te lesensory

equ ipment... that got narrowed down ».uhen some of the departments lost thei r

funding.,. and it got kind of confusing.,- there was so much fo do... so many

crises.,, low morale ,,„,,«„ this is over the last three months.r a lot of thing:;*;

, have happened.,. with cuts in budgets and loss of staff .r loss of programmes* 1^
Vw/i'1y position became real dubious.,, like what do I do here.,- so we all went to a.

Management by oh.j ect ives trai n ing... it put me B.nd my m ind anyhow bang on
focusB I've got to determine what it is I do.,- set priorities on what I do.r

and be real clear.,, so that I clorr't go off on a tangent and do something that

takes away from one of my chief responsibi lities.,- so I am getting that

together.,- s.nd just as I bsu getting that together.,- I was on Bn appointed

basis and the appointment nBn out.,- so I had to reapply for my. job/ and I got

it aga in .,• o n h a 1f t im e b b.s i s 1i!••••:e I w B.nt «* In t h at j o fo 1 am s t i 11

supervising three of the departments I had before .r intake.,- attendant

referral and counselling.,, though my role in counselling has changed in a way

I like a lot.,- in that role I will foe supervising intern students from

different rehab and social uje Ifare programmes .r you neecJ someone as a.

s u p e r v is o r w h o h as a. d e g r e e in t h e ir f ie !. d t o g i'...! e t h e w h o I.e e x p e r ie n c.e

c r•e d i fo i 1it y„ I am Io o k in g f o r w ard t o d o in g t h at „ T h e n I am g o in g f o foe

co-ord inating vo lunteer serv ices and in—serv ice trai n ing and conduct irv3
tours.,- and one of my favourite things is outreach* I will foe supervising
B.n affirmative action officer.,- finding out what that means.,- it is going to

involve going to a lot of affirmative action meetings and meeting with

different caucases.,- minority caucases etc What I really like to do most

of all is outreach.,. I feel I can go B.\nd tell different people in the

community about what is ava.ilafole.i- not only in this area.,, but in San Fran

too* When I do outreach for C IL I do it for IOP too.r because I feel it is
important that we don't compete... we need to banc} together Br\d work together

B.n d m aJ-<e s u r e t h at c 1ie n t s k n o w a. 1.1 t hie r e s o u r c e s... a 11 t h e c o n t act p e o p 1e

ava.i labia to them« Next week I am going to be talking to a. class over at

State College..- who are going to be seeing this film.,- slide show on



C b 1e s t e W h it e / S Bn F r B.n •ft B e r !••••: e 1e y C11....,,

disability.,, called Images,, Then I am going to talk to the class about

t h e ir r e act io n s t o t h e f i 1m B.n d t h e ir f e e 1in g s aho u t d is aioi 1it y... p r o foafo 1y

s h ar in g a 1i111e fo it afoo u t m y o w n e x p e r ie n c e s b^s a d is afo1e d p e r s o n,, 11 is

amazing to me to see progression„ I started off not really toeing too

c o n f id e n t in m y s e 1f as a n o n d is ato 1e d p e r s o n ... t h e n foe c o m in g d is aio 1e d ? h a v ing

t o tou i 1d u p s e 1f e s t e e m.,. h av :i. n g t o Io o k w it h in m y s e 1f f o r s o m e k in d o f s e 1f

worthy really starting from scratch and just.,, it seems like it was out of my

c o n t r o I .*. t h e m o r e I d id t h b toe 11e r I f e 11.,. t h e m o r b I k n e i.u I c o u 1d d o... .ju si: t

joy doing... cooing.,, doing- So I want to toe ato le to share that experience. I

heand fhe.t there BJt"'B a. few disaio Led counse L Lin*^} tre.inees there ,r ma.ytoe they

will get inspiration to work at ILCs too

•JE« Can you tell me about the kids project K-lDS

I k n o w M.«h e n I f ir s t toe c amb d i s e.fo 1e d.,. I d id n o t r e a 11 y « « « I w as k in d o f

fearful of kids.,, because of their honesty.,, they are not going to wonder what

is ^oin^ on.,- they are going to come up B.nd a.t the.t time I wa.s not real ly

into talking about my disability.,. 1 just wanted to ignore it.,. Bnd even today

I don't go round thinking I am disabled 24 hours a. day.,, if is a part of me.,-

tou t s o m e t im e s I f o r g e t .r tou t u s u a 11y k id s u.i i 11 r e m in d y o u and w :i. 11 iuai-it

answers« I think it is a «.uonderfu I idea going into the schools.,. Bn adult

Vw&eacher .,• may toe w ith a disafo Ied student .r and ta 1k ing with them... and a Iso
br-ivi^irv^ along the equipment.,- chi Idren ar-e fascinated toy wheelchairs Bnd the

whole gamut.r they are just really turned on to it«nx sCe leste White«2

It is funny because at first kids made me feel very uncomfortable.,- then I

f'BB.'lisBd they a. Lso ma.de me fee i. comfortab* Le because I foe.d got "to dea. I. u.'itfo

the issues that were painful to me.,- you can't keep denying it« I have done

outreach in hospitals too.,, like talking to « „ I guess I am particularly

interested in working ivi hospitals.,- I feel like when I had my disability.,. %s
before I became severely disabled.,, that is where 1 came across in general ^k
the most insensitivity to who I was.,. I may as well have been a. prisoner with

a number« So now I have gone back and talked with the staff of hospitals.,,

from housekeeping to interns.,, just ta.Iked to them about my experiences.,-

sometimes I talk about myself or come u.*ith a panel of disabled people.* who

put them i\"i the roles of disabled peop le.r chairs zBnd earplugs Bnd blindfolds

and give them tasks to do u*ithin their own environment in the hospital.,. Bnd

they come back Bnd you say.r how was it for you.«-it opens up a. lot of

communication- Vou just ask people what do they think about disafoi lity..-.

w h at d o t h e y s ay.,• h u t b y t h e m s h an in g a. Ii111e fo it o f y o u r 1if e it o p e n s u p

a lot of communication. So., I like doing that.,- gearing my lecture to

W'whatever « ,, ,, sometimes I feel a resistence... like what is going to happen

now.,. Bnd it is important to pick up on that B.nd touch on that too in the

lecturer so one of my most gratifying things is doino\ outreach

JE« Is there any other wa.y that outreach works.,- as well bis general

communi cation «.ui th the commun :i. ty a.t large

I know that in jofo development it is a. way that OIL... will hopefully start d*-
getting money foy training.*, for example jofo development.,. I went to Wells
F arg o B Bnk Bnd t a 1k e d w it h t h e s u p e r v is o r.,. p e r s o n n e I s u p e r v is o r s.,. o n h o w t o

screen Bnd interview disafo led peop le.,. real ly providing them with a lot of

technical assistance,, So that is one way- Rlso.,. 1 think b^ far as

affirmative action,, reaching more disafo led people.,- will foe a way of telling

people that CI I.... and agencies like this are willing to help people*

Sometimes people come here B.nd they dorr't see anyone who looks like them or

speaks their language^ they oiorr't want to come in.,- so it is ^Bry important
when you are doing outreach.r to let other agencies know that there are

volunteer positions open here and there are joios here.,, to get more

inuItiracial.,, mu Iticu Itural group.,, so that is another purpose.,, so that the

outlying community can feel like it has foeen centred,, That is what

happened in deaf services. Gale u.«ho is in deaf services.,, came as a client a

in a wheelchair.,, needing a certain type of service.,, realising he could not fjjj
communi cate with anyone because we had no si^n language.,. so he started a. ^
programme and that is what needs to be emphasised in outreach.r that we doiVt
have all the answers.,- we dorr't have all the personnel..- but you do.,- we can

w o r k t o g e t h e r... Bnd t h at is h o w I s e e m y .j o h a3 Bn adm in i :;h:t r ato r» I wo u 1d
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foe terribly burnt out and terribly egotistical if I thought I could do

everything.*- and I know I don't.,- so I have to make sure that I have a good

working relationship with staff and managers.,, so 1 can sayv OK you want to

get the sort of training.,- what resources do you know that we could tap*

This job is not like a. one man shou.»s you have to work with other people* I

don,r t th ink: anyone work ii-ig here needs to foe work ing here for the ir own ego

t r ip .*• it .ju s t d o e s n 'v t w o r k

JE n Who are the other di rectors.,- there is Phil Draper.r Judy Newman

There ene three deputy directors of services^ that deal mainly with the

services.,, we have- fourteen departments* One woman is fu 11 time.,, flnita

Ba 1 Iman.,. she covers Recess .,• Transportat ion.,- counse 11 ing s fo Iind sbv-ki i ces.,- shB
is visually impaired.,, and youth work/ and she does a lot more into the

budgeting things., My staff train me on budget.,. I know nothing about that,,

She attends a lot of the funding meetings.,- like Berkeley City meetings and

meetings with funding sources.r so she covers that« We all have a. weekly

m BnB3e r s *'' m e e t in g« 7 h e t h i r d o n e :i. s G r e g S and e r s s h b c o v e r s m o r e Iik e

adv o c a.cy s h o u s in g.,- !-..'e r y act iv e in t h e 1e g is 1a.tiv e.,- p o 1ic y s h e i s m o r e

1e g a 1is t ic .r 1e g is 1at i,..-1e m in d e d ,r v e r y o r g an is e d» 11 s e e m s Iik e I am m o r e

people oriented in that I feel more confident doing like the volunteer

v^^thing^. in service training* We are just kind of playing with the roles.,,
some overlap^ but not too much/ we want to make sure that the staff comes to

the right person

JE! !..Jo just you three meet.,- or the who Le mana.gement

We just got our new positions about two weeks ago.*- it is new territory.,- lout

today is '^oin^ to be our first meeting where the three deputy directors meet

together« We have a supervisor who has been "bnyin^ to do everything.,- but

her main job is to keep the budget and fiscal thing together... she meets with

us Bnd finds out i.uhat is going on in the different departments.-, We are

supposed to foe working directly with the managers and staff

JEs In England we are still trying to prove the economic sense of

attendants

I remember when 1 first-became disafo led.,- I really did not want to even get

out of bed a I have a cla.ughter... my attendant took cane of my daughter..- "took

c arb o f m e and it w as t h r o u g h h e r k in d o f g e n e r a 1 c o ax in g t h at I f in a 11 y g o t

l^,^'myself out of bed Bnd r-BB.lisBd that I had more to do than feel sorry for
myself* I had a lot to feel sorry for.,, but I had a lot of other stuff to

do too* over- the years I ha.ve had many many attendantss and each attendant

I have had has been the kind of person that I have needed at that particular

timer first I needed real nurturing.,, after that I had a kind of venturous

o n e .r f in d in g a.cc e s s ib Ie r o u t e s t o t h e g r o c b r y s t o r e.,- a 1*.uays e n c o u r e.g i n g m e

to go a little further.,- she got bored at being at home. fill these people.,-
w h e t h e r t h e y h a v b foe e n g o o d.,- foad o r in d if f e r e n t.,. t h e y h -H:*.1..-*e h e 1p e »::••! m e o n m y
way,, So it is K^Bry important* R lot of times the profo lem is not only

having money to pay attendants.,, lout working with attendant burn out.,, say a

person needs 8 hour attendants I dorr't care how great a person you or your \
attendant is.r you BnB going to get on each other's nerves sooner or later.,-

what is going to happen if your attendant is sick/ who Br-B you going to get.,,

there is no kind of trade off between attendants.r like.,, can you help me with

mv client because I have got to take two weeks* off.,- there needs to foe* a.

system like that.,- where you could have emergency attendants $2-^

JE What do people do if their attendant is not there

It is too bad yoO. carr't visit San Fran IL because there is a. co-ordinator

there who is K-'Br-y responsive. f\ lot of times people would call in and say.,-

I need Bn attendants he would drop everything Bnd we had an emergency lists

four or five pages long.,. Bnd he would just read off names and numbers«

Like when I u.*as working on this live in attendant thing.,- I had it all laid

out.r Bnd then more things start&d being addeds what do you do to check the

references^ what do you do if the person can*'t pay to have Bn attendant
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referrec4 to him..» foecause this was going to foe a paid referral systems so we

had to think about sliding scales. Fls problems come upr you have to find

solutions.,, there is always snagss tout you have to continuously toe*

r e s p o n s i v e * G n e t h in g in S Bn F r Bn s w e w e r e ato 1e t o w r it e Br-1 ic 1e s atoo u t

0 u r n e e d f o r att e n d .r:i«nt s in d if f e r e n t p ape r s Bnd s o m e t im b s t h at w o u 1d tor in g

about attendants and then recently they hB.d a pufolic service announcement

where someone from the local TV station PIK contacted the centre there and

:::•: a id.,- w b^> ask in g afoo u t s «:::«me o t h e r k :i. n d of p r o g r m m b .,- and t h b att e n d ar"!t

co-ordinator happened to fo':!:' there and said.,- we have an attendant progrmme

that could use some publicity's and they did about a four minute thing on its

Bnd he said that as soon as it was aired .r 7*© people called up wanting to be

attendants« When you think about the air that the media, has.r it is '^or-y

important to tap them and to get them to foe responsive to i.uha.t we need«

Here it has been kind of a problem.,, it seems like the media a lot of times

are willing to do things only on kids with the idea of poor kids* It was

very hand for us to tell this particular media people that yes.r children

need help too.,- fout so do adultSs Lett's not just focus on the poor crippled

kid image.,, give this money foecause of your pity* There are adults too.,-

they are not pitiable.,- they just need opportunities.,- Bnd we have a lot of

suggestions .*• like we wrote out scripts,. First we had ideas.,- that was not

,- g o o d e n o u g h s s o w e w ro te s cr ip t s.,. 1ik e s a d By i n t h e 1if e o f s o m e on e s 1e t' s

\^J.trite out dialogue.,, the whole thing,, It brings out a lot of creative
forcess you have to be able fo create your own programmes sell it to the

med i a.

JEu How many staff do they have at San Fran

Less than 26,, I liked it,, Working in the two.,- at first I thoughts this

is realehaot ic s t h e n w h e n I g o t h e r e I t h o u g h t.,. t h i s i s t h e c h aot ic o n e

If people need attendants they fill out a. forms then they go to the jofo

boards pick out three cards Bnd then go to him for Bn interviews He kind

of makes a. subjective decision on whether they look Bny good

JEs Gary said if there was the money it would toe nice to give some basic

training

1 think so too*»«

.a********************** a p Br-t of it comes from the person true enough« I
i^y} ..{.. j.„{ £r{^ £n Q f...^ep -J-D fo {J j 'j ^ ,Jp SQ jyjg, Dne •«• S CQ {.-j „£ j,.Je j.~}C JH? ^ -I-. j....e ^-j- -j-^ n^ -.^^ ..j- S J...J 0 y "j 0j

really have B.n idea of what it is that you need

•JE j; I t h in k s o m e t r a in in g is im p o r t B.n t,, I t h in k it is b. Is o im p o r t Bnt t o

oiuand against exp loitation on both sides,,

Right-

\ y^Is it unusual here for a. female client to have a male attendant

^
Ves.,- it is more common to have a female working with a. male,, My first few

a.ttendants were women s but I had B.n electric chair.,- you could remove the

batteries.,- put it in your trunk and be offs B.nd there 'was no woman that

cou Id do that» R Iot of them were very pet ite women» So f hen Isa.i d s v.*e 11

what am I going to do.*- I am so conscious about my body/ so 1 decided I

neecied ^;:q get the help I neededb R'Lso.,- I thought a. lot of friends would

say.,- oh.,- you've got a. male attenoiant.,- what is going on..- B.nd if you Br-B
married.,- they will say.,- what does your husband think about it,, I Just kind

of ignored that and the man I had as Bn attendant.,, he was a hit... he really

WB&„ He could do the work,, I told him.,. I saic4.r I think I am going to

feel a little uncomfortable,. He said.,- well.,- it doesn't bother me at all,,

Isaids I mights but I'm sure I'll get over it* But I let him knou.« that I

f e 11 a Ii111b u n c o m f o r t -h;»Jo Ie s fou t at t h e s ame t im e I f e 11 h e w as t h e m o s t

competent persons he was more in line with my personality* R lot of times

I would talk to clients and they would says no I don't want a man* I

r e m e m foe r w h b n If ir s t n e e d b d att e n d Bnt s Ih ac^ a Io t o f m b n c a 11 in g Bnd I .:i u :::•:t
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>a.id.- oh no no, "fcha't is jus"fc no*t done- I changed .r

END

u

o



Florence - Kids Program/ Berkeley CIL -l-

Has anyone told you ujhat KEVS stands for« It is KEVS to iintroducing
disability in the schools and I u.ient "to a. session for children in one of -the
schools and a session -for teachers in another school,. What it is is
disability awareness.r there is one component of it goes in elementary
schoo Is on a. scnedu le snd it is in one of the articles but it is general !y
two or three times a. week for Bn hour or so.,, that is pretty good intensive
experience,, Chi loiren with disabi Iities go with disabled adults and if is
the chi Idren that the main purpose of the experience., interaction
experience.,- is for chi Idren in the e lementary schoo Is to talk.,, most ly for
the first time with a chi Id like them who hB^s a disabi lity., so they have a
chance to .,• f irst the eh i Id ta Iks about h is d isab i 1ity and then the ch i Idren
in the class can ask about it. They Br-B -finding that parents have told
their kids not to talk about it, not to look at the kid.,, so they are really
starting from square one and the session I went to in Oakland was really
inspiring because you could just see the changes B.nd the opening up
hBPPBnirv-jji to the chi Idren,, In the case of the teachers.,, another part of
'the pro.ject is we have *.ueek 1y in ser»..•• ice trai n ing sessions for teachers.,.
they get off early and go for tu.»o or three hours.,, grown ups with disability
each talk about their kind of disabi lity and personal experience Br\d then
th e y v ar ious w ays of tr y :i. n g t o g e t s o m e s e ns e o f d is ab i lity... t h e te ache rs

^—<ui 11 be in wheelchairs or there is an exercise with blindfold, and that type
o f t h in g., o n 1y it is n o t e xc 1u s iv e 1y t h at., it is a Io t o f d if f e r e n t t h in g s „

The reason there is to try to sensitise teachers to the chiIdren who have

disabi lities who are in their classes.,- so they can get more of a sense of

t h e c o m m o n a 1it y i n s t e ad «:::«f t h e d if f e r e n c e s,, !v!a.in 1y t h e p r o ..;i e c t is b ase d o n,

ma.king peop* le aware of the abi lity and the g.ue. I.ities that people ha.ve iv"\ 3

c o m m o n toe c aus e it is v e r y e asy t o 1o o k at a d is ale* 1e d p e r s o n and t h in k abo u t

the disability., so that is really what it is based on. There are a lot of

other parts to if* There is a whole puppet component which I have not seen

in action.,- and I am not sure how that is used., on what they are tryi\"v^ to

ac:. In ie v e w it h if , it is u n ig.ue I u n d e r s t and

•JEs Does it include people like me going and talking to schools about my

disability, or is it only children who go in and talk

The session that I went to., snd adult who was disabled talked first., very

si mi lar to what you Br-B saying now., tout with him., tout this was toeing f i Imed

and I don't know how typical that was., lout it is typical for children to

/ talk about their disabi lity., when it is with the chi Idren-"s groups., I don't

^-^think the chi Idren do it for the staff in service training,,

Do they do the chi Idren B.nd staff together

Ho.r they do them separately/ so the teachers do something else., or maytoe
they assist^ so they have no part in that., it is designed for chi Idren« We

have a recent., like about 5 years I guess., requirement that disabled
children be integrated into the regular schools and the regular classroom

wherever possible and that has put a lot of teachers in contact with

disabled chi Idren for the first time and the same u.iith chi Idren, sothis goes

as a compliment to that advance., which we are hoping won't be backed up loy
R e agsn., toe c aus e h e is r e w r it in g a. Io t o f r e g u Iat io n s., r e v is in g o r

eliminating a lot of the regulations., so I guess that is why the schools

have been recepti ve to the programme „ The two sessi oris that I w itnessed
were both extreme ly impressive and I can't imagine anything that wou Id do

w h at t h at d id „ I t h in k it w as 1ik e 9 8 m :i. n u tes t w ic e a w e e k for t h e

c h :i. Id r e n s g r o u p s., it is tou i 11 in t o t h e c u r r :i. c u Iu m and it g o e s o n f o r a

semestre and if is ivi the elementary schools/ and they do like two or three

schools in a community at a time and when I went they were iv\ Oakland., and I

am assuming that the in service/ v.«hich was one afternoon a. week continues
for the semestre,, It is not cursory., it is K-iBry in'tBnsi^Bjr it is B.n

o n g o in g t h in g and i t is i n t e r$s iv e., t he y Br-e r e a I Iy s e r io u s aloo u t it,, T h e y
don't go in now B.nd then or infrequently or spotty., like once a month/ they

go in all the time,, Once a week for teachers B.nd two or three times a week
on a schedule, built in to the curriculum., and I think the grades Br-B 3

through 6., that wou Id be aged 8 to 18 ,,,,,,««,,««,,«,,,,«,,»««





Laura. — Secretary "to J Hewman/ Banka lay C.1L«

•JE s The whole development of the disafoi lity movement right nouj.,- needs a.

lot of people 'to come on.,- many people are called tau*t few get up and do

"things.i- now is 'the "time when .just a. few more could really help ar\d get

fhin^s moving

The of-her thing is that a. lot of people come here and 'they live in Berkeley

aj'id "they ane nice and comfortab le snd safe and "they hsmst' go back "to 'their

own communi'ty J.uith "the knowledge that they have gained* Then a. lot of

people do 90 back and I "think 'tha.'t is one thing that could happen/ coming
h e r e and toe i n g r e a. 1 c o mf o r "t a.b 1e and s afe and h a.'...1 i n g "t hi i n g s r e a. 1 a.c c e s s i h 1e

and "t h e n n o "t g o i n g toack 'to y o u r o wn c o mmu n i "t i e s... h e 1p i n 9 t o e s t ab 1 i s h

something 'there* Every day I am here I think.*- do I ever went "to go back "to

Boston,, Cambridge has a. certain level of a.ccess:Uoi lity.,- bu*t all i\-"\ all if

is real bad.,, "the East Coast buildings are uwry old.,- expensive to modify

•JE « T h at i s "the s am & i n E 1.4 r o p e '

0 n e mo r e t hi i n g I .j '..4 s "t wan"t e d •t o me n t i o n atoo u "t i s.,- a. f ac*to r I t h i n k i s g o i n g

to be really important.,- which has been real important in my life arid will be

w
?eal important to the success of the disabled movement in the future.,- is

those parents right now.,- today.,- that have disabled children and have

disabled adults in their home.,- that they can make a. big difference in

people's lives* I had a. Mer;:--' strong mother.!, she advocated for me v.*hen 1

was too young to say anything.,- she fought to get me into schools..- get me

into places where she thought I should foe.r -snd if it was not for her being

so strong.r I think I would be less so myself new.*,, She was inspirational to

me.,- my father was strong.,- real good foo« Parents make a. big difference in
people's lives.r if they B.r-^ feeling guilty.,- if they are depressed about

their child.,-if they are smothering their child.,- that kid is going to have

less opportunity to learn self reliance and to self confidence.,- so we need
to really stop and work with our parents

J E i! I'" m s t i 11 t r y in g t o n o r m a 1is e m in e

IIy mother• is mother 1y.,- she sti 11 has her tw inges of 0h 0od hou.i can you go

1606 mi les away from me.,- but on the other hand she is ^e^ry supportive and

she knows that lean do it.,, and she worked real hard to get me to be

physically independent and not dependent on her- for things.,- to go to the

/Jpathroom to get dressed/ when I was first in a. chair- I was much more

dependent on her« She wanted me to go to college so sh^B pushed me into

learning how to take care of myself and that has made a big difference,.
Find for those people that don't have parents, who do that.,- that is when an

advocate or counsellor really can be important..- that a. lot of what I did

w h e n I w as c o u n s e 11 in g u.»as w o r k in g w it h p are n t s.,- h e 1p in g t h e m t o ad.j u s t.,-

helping them to at least leave their kids alone for five minutes.,- to be

sKAppor-'ti1^^

END



Lori Quiliani/Santa Cruz Cheshire Homes Inc« .....;(.....

JE 5 Vou ("iaye -to proMi de your own attendant'?

14e haye to provide our own Attendant from either the Dept of Social Service

or a. -friend or a. f ami ly« « « »

«»„«.., <Another voice* « » "Hi ! I'm Lori !l« » * « » and then this mo ice takes

oyer!>««««.,«

Its to provide accessible housing a.t a real cheap rate. find we do room and

board and all uti lities at these two houses.,, there's another one right

behind it« So basic-ally.*. I «uess..- at the Bnd what I'm -ssyirity and what we

n 3.me b e e n t a. 1k in g "bo U h e s h ir e e.ho u t is t h a.t w e p r ov .1. d e a. r e s o u r c.e in t h e

commun ity .arid that there are IL s ituat ions .r there are barr ier free

apant m e n t s n o t f ar f r o m h e r e t h at ane in ole p e n d e n t .,- b u1 w e d o c o •••"o p e r at iv e

living -for people who don't war^t to live alone or don't have the resources

to live a.lone.r or they might be a. point in their life..- they may have come

( f rom the ir parents house .»• enol not loe rea.dy to Iive a. Ione .«• because they h a.ve
not been trained or because they do not want to,.- So loe.sica.lly what we do

nave i'S two houses here and one in Santa Cruz.:- the one in Santa Cruz we just

rent rooms and it is all accessible and people ar-B responsible for shopping

cookirs9 and cleaning* Here we have a. room and hoard and uti lities.,- withe,

manager^ three meals a day

•JE» So in Santa Cruz they have to do a lot more for themselves.: What

aho u t an e m e r g e n c y t y p e s it u a.tio n

In Santa Cruz it is pretty much up to them to decide to. call the fire

departmentr which would be just like anyone eIse living alone« Here we

h ave an e m e r g e n c y c b. 11 s y s t e m

J IE i! 1 w as t h in k in -si rno r e o f p h y s ic a. I c -are

Attendant care? Well in Santa Cruz it is .just like living in B.ny other

house.* you have to uja.it for someone to come in or phone» Now here we have

a. manager on call 2*4 hours.*- he lives in,r and we also have' a.n emergency call

A^hy-B'tem with a. beeper for the middle of the night.,- so that someone from the
b a.ck h o u s e c a.!'"i c o m m u n ic a.te w i t h t h e b e e p e r a.t t h e f r o n t« T h e r e h a.'..-1e loe e n

times.:- even here,>• when people have called the fire department in the middle

of the night... because their phones are right next to the bed,, Real ly we

encoura.ge people to use whatever resources they need.** whatever the problem

is«

Fit the '-..'ery beginning.!* people are coming to realise what each person can do

for the house ... 1ike Bruce has done d ishes.,- I th ink.,- for ever * 11 is h is

choice..- or vacuum .•• or dust.,- or me.ke te I.e phone ca I. I.s.,- or whatever it is.r

everybody does somethir\9}« 11 is q.u i te d isrup't ive to have someone come in

from the Boand of Health or Social Services.- sneaking in kind of to see how

we are doi ng

J E i; In t hie loe g in n i n g t h b y d i d t h at a 1o t.,. d i d t h e y

Ves.f they wanted us to be licenced/ we wi 11 fold before we wi II ever

1 i c e n c e

JE 5i Plra you still having problems on that

Ho... ;j.f. has been two and a. half years« They just decided we bx"'B not

bothering anyone and we b.V"B legal and people are happy here«

R resident;? What I wanted to ask you.,- we cou Id do with a maid

To get someone to do dishes would be too expensive.,, but once a week someone

to scrub the apartments.,. do the windows.,- wal Is or bathrooms
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Residents I general ly find the bathroom dirty.,, and I am taking charge of

it

But I don't think I can solve that really.,. I think that is something... like

the looand said.,, you either have a. house member take it over.,, or you use

paper plates.,, or I guess we will find something else to do.,- or get a. maid

-.TE.\ m So there is five p-eop le living here

Four in the back house and then there is five in the front house.,, we call i"

one.,- but it is obviously two houses.

-JEl}! How many peop le on 'the board

13» We alternate the board meetings between the two houses.,- we meet once a

month« Fin idea which the house is working on now is that we would like

h o u s e m e e t in g s .,• n o t f o r m a. 1 .r b u t w e h a.ve not :i. c e d t h at p e o p Ie d o n 't a. 11 g e t

together in one place.r they wi II. say something is wrong tosomeone else.*- tout

(hot really express it to everyone .r so I think the Board is just generally

£u««S& .1. U tt a « n » „

•JE s W h o m ake u p t h e foo ard,,

Originally Dorothy Hicho 11 started on the board and then peop le have given

us names.r and the house has suggested people like the Manager.*- people from

the house.,- but it is not formal.,- we don't have someone on the be*and from th«;

house which we are talking about right now tha.t is a voting member

JEs Fire there any disabled people on the board

v ,-,.—

:'eop le in the local area

¥es« That originally started with us and have disabled chi Idren.,- or

disabled themselves,, Rota -Johnson has moved into the Santa Cruz house a

couple of monthhs ago* We ar-B real lucky in California.* In Nevada, it

)very different.,- most disah 1ed ar-e from Neva.da. come to Ca. Iifornia.,- beca.us•
b i s

hospitals here.r and if nothing else you can be assured that you will have

some medical attention at a. convalescent home.,- a room at least/ 1 do not

know what you can get beside tha.t» People can go there to recover from a
joj.".^^^.^^}}.".^, sore or something like that., like Bruce here broke his hip.,,

something that we would not handle here,, We really don't provide any

medical care.,- that is something we have been talking about and we are reall;:

not sure what to do« For instance if someone does have a severe pressure

sore.,- I think what we are not clean about is when it is our turn to say it

is g e t f•in g s e r io u s.,- y o u toe 11a r g o s o m e w tae r e»

JEs Ideally it should toe up to the person themselves to fake care of them

so they don't have pressure sores

Right.,, tout when is it our pla.ee to say... you seem real set with that cold.,-

you should go get checked,- and when is it their place to say.r it is my cold

and I am fine* I am into my third year here.,- and the idea is for me to

phase my positon out and for the house to run everything^ I am really

generally phasing everything out and I on ly down here maytoe once a. week at

ttae most

JEs So ttae disabled can take total eontro





o

Pau 1 Harr ington - Computer Tra.i n ing/Berke ley CIL

. . « « « vocational training that CIL does, they might refer someone to

training elsewhere, CIL might it* they don't have any other programme

themselves. It was started by IBM, they really brainstormed the whole
thing, a number of years ago they had a -fellow in marketing who became
•disabled ~ ojjuadrip legia - and they gave him the choice of either-

retiring and collecting disability or they were willing to retrain him.

He wanted to be retrained, so they retrained him as a progrmmer, it was

the first time it had been done u.»ith a disabled person and it worked

out so well, they thought it was a good idea. They thought it would

suit a lot of disabled peo le all over the country, so then they started

looking around for likely locations to set up programmes, and they

found just about all the things they needed to set up a programme here
in Berkeley, those ar-B the ««»««» They found CIL here already in
existence, they found the state Dept of Rehab was real open to the

idea, the only other thing they needed wa& a business advisory
committee, so they set it up for us, all the customers round here ar-B
all IBM people anyway, so they have really got a handle. So they just
had a big wig at IBM call up the big wigs, Crocker Bank, Bank of
America, Standard Oil, and tell them what they ana trying to do, and

ask them to appoint someone from their company to become a member of

the ajd^isory committee for this project. That's how it started

•JE s Amazing, I did not realise IBM were behind it

They ana really the company that started the whole Hire the Disabled

movement, there has always been goodwill, march of dimes, but there has

never been a company standing up and saying hey this is something u.«e

c an d o , s t ant s u p p o r t in g p e o p Ie , h ire t h e m , g iv e t h e m w o r k« S o t h e

three legs, it is kind of a tripod, would be State Dept of Rehab, BAC

Committee and CIL, without any of those I don't think we would be able

to function at all, certainly without the Business Advisory Committee,

that is the thing that makes us different from other programmes.

Probably half our total budget is donated directly or indirectly by

business. One of our greatest expenses is computer time. We use

$230«030 a. year computer time and right now we ax"'B getting computer

time donated from Chrysler and Standard Oil and IBM is going to start

giving us some computer time soon. We have the BAC committee, and
Bwany yaan we assign people to the sub committees, u.«e have 7" or 8 sub

committees. -Just to give you some examples, one of them is a

curriculum committee, where business people will help us a great deal

^^ and make sure u.«e are teaching the right things, make sure we ana not
teaching something that is outdated and outmoded, make sure we bring in
new things that might foe up and coming, skills and languages. They

also help us place students, we have a placement sub committee, the guy

that heads that is a recruiter inthe city, for a recruiting company, so

he has a lot of contacts, he knows about the ski lis that are necessary

for obtaining a job, he wi11 come in and talk to the students, towards

the and of the course, about resumee writing, interview skills. We

have a work experience committee, the last six weeks of the programme,

after all the class work is done. The programme is- nine months long.

'Strict ly business am* Iicat ion computer programmi ng, very intens ive»

Equivalent to a two yaan programme at a state college or community

college, so it comes real fast and heavy, you really have to u.»ant to

programme,you really have to have a lot of determination to get through

this programme. They can figure on 8 hours a day on average,

inc luding weekends

................

We have occasionally around 50". drop out rate, usually it is around

40J2, for various reasons. If it is- a problem of disability, K^Bry
often they mjill drop out of the programme, take care of what ha.s to be

done, and come back the next class, we try to do that when u.«e can.

The ones that drop out permanently are ones that just can't hack it,



:,au I Harrington - Computer Training/Berke ley CIL

can't hack the work, don't have the logical skills that it requires, or

they find out they don't want to programme, that is probably our

biggest problem, people just find out they don't want to do it, too

much work* People that do get through the programme, find it is a lot

easier on the job than it is in the programmes, it really is worth

sticking at

JEs When did it all start

About 75, this is our sixth yaan and the IBM fellow was injured a

couple of yaans before that. Talking about the work experience in the

last six weeksa Companies ana willing to sponsor a student, or take a

student in to their data processing shop, provide them with a

s u p e r v is o r , and let th e m d o p r o g r amm in g w o r k f o r s ix w e e k s w it h o u t p ay ,

we don't want them to receive pay, that endangers their SSI benefits

JEs What about paying for the programme

That is where Rehab comes in.r just about all the students ana clients

o f R e h ah , e it h e r t h at o r t h e y ane c 1i€*n t s o f v e t e r ans adm in is t r at io n , a

couple of those, but a. 1most a. 11 of the are Rehab. The cost of the

^—^ pno"^inasf\U'iB is over $7000 a. head, so it is not the type of thing where
people come in and put the money down on the table

•JEs With such a high success rate, I expect it encourages a lot of

peop le

Definitely. We found out how valuable we ana to the state this last

yaan.r they wanted to, not cut our budget, but hold our budget to last

year's level, and we had been held at tha.t level for two years, so it

would have been the third year that we would have been expected to work

at the same, which is impossible. So u.»e went to the state, talked to

the Director of Rehab, took our business advisory committee head and

another businessman, and u.«e talked to them, we extended ourselves, we

made a commitment that if they would increase our budget by another

$400 000, a^> an investment or a loan, i~f they would give us that money

now, «.ve would make sure that we would not come back in any yaan
subsequent to that asking for more money, and they liked that idea a

lot, they gave us the extension, they gave us the extra $30.000,now we

ana in the midst of making sure that we will have thefunds to make up
the difference for next year and the year after that, so u.*e are

involved in a lot of fund raising activities, all different ways that

i.ue can think of to bring in mora income

•JEs Does fund raising involve a lot of your time

Let me introduce you to the Director, Joni here is the Director, does

fund raising take up a lot of your time

.Joni « It is a whole new ball game, we have via^ar had to do it before.

Companies already give us computer time, now we ana going to be asking

for more, so it is going to be really tough, and then we have to

compete in our organisation with other services, they ana out trying to

fund raise, so companies wi 11 say, well we gave to wheelchair V'Bpa.in
and now you want some. We ana the most practical programme, because

i.ue ana actually training people, so they like to give to us, but u.«e

just compete and it is strange, it is real hard.

The state would love to do anything they could for us, and they do

where they can, but they ana being cut drastically, they have got a lot
of programmes to support. It is a sticky situation, time will tell, I

am real confident right now that we can do it, next year and maybe the

yaan after that, I don't know what the overall effect is going to be

<j
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JEs I heard there was a SB"i success rate, that must give you a lot of

weight* Can you tell me more about work experience

I don't know if I made it ^ar-y clear, but all the time we ana looking

for companies to sponsor us for six weeks, to give them experience.

Often that turns into a hire, the company gets to know the employee,

likes them. If they don't get a job at that company, we tell them

that there is no obligation to hire them, but if they don't hire them,

the confidence that the students have gained is amazing, they would not

be as work ready if they just walked out of the classroom, they know

that they can do the work, they have the experience of working in a

shop, they are not frightened any longer, they feel confident. It is

nice to start in a situation where you know you ana not getting paid,

it is just a temporary thing, even if all your worst fears came true,

you found you can't do the work, it is just work experience, not your

first job. The first week is traumatic, and being disabled, some of

the folks here being recently disabled, spinal cord injuries, it is a.
big emotional change they have to go through, and I would say that is
the most exciting part about working here, seeing the people gain

confidence, they can be shaking and nervous about being among so many

d is ah Ied pe o p 1e , ne r vo u s aho u t th e ir o w n alo i Iit ie s to d o any t h ing ,
^~* whether they ana changing career, or for some of them it is their very

first job. It is just incredible to see the difference it makes, and
the fact that it is disabled people working together provides a real

supportive atmosphere. I have seen people come in here with terrible

hang ups over their disataility, and leave without those hang ups, they

see a lot of people ana a lot worse off than you are. Often I have

found, when I wa& growing up in this society, it feels like you ana the

only disabled person. I was literally one of two disabled people in

my high school, it was a huge high school, 7B&& students, every one

else is able bodied, and it has a large effect on that, this place

does. The range of disabilities is incredible.

JEs Do you find there ana more spinal cord injured

fl lot of spinal cord injury, a lot of blind, a lot of deaf. We have a

*.jany good sized deaf population in the E'e.y area, CP, post polio, MS,

just about everything you can think of at one time or another, we even

ha.d a. sick le ce 1 led anaemia, f e I low tha.t we ana rea.I concerned about

because that involves, you have crises, you have to spend time in

^•"^ hospital, you never know how often that is going to happen, and sure
enough with this fellow, it did turn out, three months in the

programme, he would just collapse, have to go to hospital for a u.»eek,

but he ».ua.s brilliant, and even though he missed a lot of time, he was

by far the best student in the class.' He is working for IBM now, IBM

is real good about hiring too, they took Nelson knowing that he would

probably spend a. lot of time in the hospital, time off work, so their

r-asponsa was well, can we set him up with a terminal at home, I thought

that was wonderful, and they have done that

JEs Being able to work at home is a real important step

The computer age has done that. It is all together in a little box

right in front of you, you just have to be able to work a mouthstick or

your nose or whatever, just be able to u.iork those little keys. If

they think speed is going to be a problem, i-^ one of the students is
real slow at typing, things like programming it is all cerebral anyway,

if anything it is good, because those programmers ana the ones that

have to learn the short cuts, those an'a the ones that don't get on the

tube and spend a lot of computer time 'debugging and altering the

programmes, they do it in their heads or on paper beforehand* The

compan ies Iove the d isah 1ed prograx\\mers , they have rea I good work ing

habits. You have the old familiar story that they tend to be more

loyal, stay with the company longer, more of a sense of loyalty once a
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company does hire them, we have just got real good feed back. It has

been real successful, the state has told us that we ana their most

successful in the state, and I think that would also mean we ana one of

the most successful programmes of its kind in the country

JEs Do many other CILs do this

When IBM started our project they started a number of others across the

country, this map points out the locations. The whole group together
is called the flRPDP, Association of Rehabilitation Programmes Data
Processing, and that is the newsletter, one of our ex directors is

working for Kaiser Lumen now, she is putting this thing out so the
articles in there will be about our project, which is nice. The

d i f f e r e n t p r o j e c t s d o it d i f f e r e n 11y.

JEs They ana a. 11 on the East Coast except you

I don't know why, they tried to start one in Lfl, from what I

understand, there is something about this one, ours was the second one

they started, and there is something about it, because IBM has been

trying to figure out why ours is sosuccessfu I, the other ones ana still

x^J if-, existence and doing well, some have come and gone since it was
started, a few of them have collapsed, but there is some combination of

•qualities here that work real well

JEs The 8lfl ana keen to get into computer programming

One of the things that we have been interested here,now we ana too

busy, but trying to think of other occupations that would be a.s suited
for severely disabled people, electronics technicians was one idea, but

that wou Id only work for a para, you have to have good hand

co-ordination- There is bound to be others, I asa sure as jobs ana
becoming more computerised it will happen, there will be a broader-

range, where you don't to do programming or nothing, I hope anyway,

that shou Id happen

•JEs Are there lots of instances where people actually go out and find

jobs themse Ives

Wary frequently, the less involved that I can be in it, the better.

^•^ To put it esoterical ly, if I find someone a job, it is like I am
inflicting my choices, but if they go out and do it on their own, the
significance of that to them is tremendously important. If I find
them a job it is just an extension of something that has been happening
all their lives, lets do this, lets get you into this programme, here's
a. nice job for you. I think that is one of the most important
functions that we can sar^a here, to get them out of that mode. I
insist from the beginning, when I first start working with them, that I
am not going to get them a job, I will help them find their own job.
So what usually happens is.r the work experience is a great way to
start, they ana getting experience, even before they have to look for a
job, experience in a shop, experience talking with managers. They
find out from the company if there is any chance of them getting hired
full time, and if they ana not, there is still that experience of
having dealt with these people, they have got a resumee by this time.
Vary often within a. fe«.u days they will have plans of their own, the
ones that have not got hired by the work experience, that is not always
going to happen. Most often students might ask for a few tips, or a
list of addresses, they will get back to you a week later and they will
have ajoh. If I am real lucky, two thirds of the class will be able
to do that by themselves, those ana pretty secure people. There is
a 1*.uays a fe u.» that, usually don "t have 1anguage sk i lis, commun icaton
skills, don't know how to deal with business people, haven't done it
before, real uncomfortable at it, come across either as too nervous or.,
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•JEs America, is a model -for "the wor Id at -the moment

I have a. -feeling the rest of "the u.«or Id is going "to catch up very
quick ly, not all of it.r but many countries.,, those that can afford it.
I wonder what is going on in Arabian countries «. .

JEs Vou can't -find out

I think there's a lot o-P cultural problems

•JEs There are a. lot of Arabs as private patients in Stoke MandevilU
•C d i atr i b e aga i n s t S t o k e -Po 11o ws'?a a a a a

There is an article here about AraJos getting overcharged for things

•JEs They get exploited, they were in Stoke ......

.......................

•JEs We stayed with someone in St Louis who had adopted a four year

old Indian girl, they were going to get their second from Honduras^

they already know the chi ld.r they are trying to get things moving.,

^—' The problem is with his disability, they might not accept it

I think we are better in different regions of the country... but the
country is so big «..««„

.............................

JEs It has got to have some effect in England.,, people are political
there but you have to have lawyers... disabled lawyers

W

Vou have got to have people who really understand the med

« « «. ...who won't sell you out like a bunch of do gooders, and the

disabled people really have to be involved in setting the priorities,
tell the lawyers what to do. That is what we are trying to do in our

office,, I am running another project, getting private lawyers

involved in servicing disabled people.- and ».ue Br-^ training them in the

law, and we are going to be doing intake on the cases, interviewing

clientsj. determining what is the best approach, and then referring them

on to different lawyers, that is just starting, I don't know if it will

be successful or not, but it could be a good source of income for us,
because a lot of the laws that u.*e have allow for attorneys fees to be

awarded, if you are successful, the other side has to pay your lawyer,

and sometimes punitive damages also, especially in California for

discrimination, you can get more than just the amount that you were

injured, but damages for breaking the law. If we get that then «.ue
shou Id be ab le to get part of the fees that the lawyers co Ilect to he Ip
us in our operation. One of the more inventive projects that u.*e have

for getting money in spite of the federal government« We sr-^e also
getting to private foundations

JEs Fire you having much success with the private foundations

Slou.ily, you just can't move it too fast, they have Bn awful lot to

learn about disability rights. They really don't understand what we

sr^* talking about. In this country we have had the horrible te lephons
to deal with, they were fostering a lot of negative attitudes about

disabled people. Those attitudes are just widespread and on top of
that, if you try to collect money, they say didn't you get money from

the telephon, Bnd you say no, in fact «.ue actively campaign against the

telephon, we don't like it ...

..............................

.».».«.» has a periodical look at our books snd we require a receipt

» n . . . a . . a » a
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for everything, it is just very tight run. There is a certain size- I
think that if youget above, you start having real problems', and CIL
have got big problems. Too big, too fast. The staff feel very

alienated from the people who are running the place, there is a real

division in many of the minds of the people who work there, between

workers and Management. I don't think that exists with our

organisation. That is important. We really have a chance to learn a

lot

JEs Vou m.iere pant of CIL when youfirst started up

When u.«e started up I was on CIL board, I was in law school. We

started Oisabi lity Law Resources and it was part of CIL for a whi le and

then Bob »..», my boss, the guy who runs this, decided that the place

really had to be separate, for accounting reasons, the CIL could not

keep track of money, and partly because he felt that an organisation

involved in legal advocacy needed to be separate from aservice

0 r g sr\ i s at io n» V o u r e a 11y h ave b asic c o n f 1ic t s b e t w e e n s t aff Brid
programme objectives if you are trying to develop from one

organisation. Vou lose certain advAnetages. It is harder for us to

really have out feet firmly in the community and in the community's

needs, but if we provide direct services of one sort or another, u.»e

^mJ have some indication of what peopie rea11y need, what direction peop 1e
need to go in„ As long as we stay run by disabled people, it is a

sort of assurance that ».ue are really still relating to what the

d isb!o led commun ity needs

JEs they still have that conflict because they still have advocacy

Ves, taut it is more individual advocacy, more direct services, and in a

way it is a direct service itself. A lot of the broader advocacy is

done by us, snd we don't have that much of a conflict, but whenever you

get into direct services, on a legal basis you are going to have that

conflict too. Youshou Id give the staff, some of whom really want to

work on individual cases, BS"\d some of whom want to do class actions snd

broad based impact work, Brid sometimes it is difficult to do both. So

our project is basically involved in the broad based work, that is

where we can be most effective. It is ^jery hard, individuals

discussing problems, maybe it is just not the right case to take up to

the Supreme Court, and youhave to say, no, I'm sorry it is not going to

work. But you have to get rather hard nosed about it, be interested
^S in how the law's developing, and the precedental value of what is going

on. That is a bit complicated. In the legal service in general you
have that basic conflict. I have been reading 'Simple Justice', a

book by ...» .. Kruger, about the black civil rights movement, and how

historically they developed their strategies, how they very consciously

chose the cases they wanted to raise, in what state, for what reason.

It sure is helpful on how to do effective strategies and how to work

out law reform. It is K^ry we 11 written, full of lots of details, and
1 just have learned a whole lot from reading the quarter or so, it is
very interesting ahout history, it i 11ustrates the constant taa.ck and

forth between the prop&r'ty ownership minded people and the individual

rights minded peop le

•JEs Your boss is disabled too

O'L.'K.* ...., rIf 3. Its* c& .......

•JEs What kind of decision making process, do you have a board

We have one but it does not have axvy power. Decisions bx"b made by a

c o r p s g r o u p o f peop Ie w it h in t h e o r g an i s atio n , d e p e n d in g o n t h e

decision that has to be made, the group is smaller or bigger. We are

also now engaged in setting long term objectives, we are ^oin^ to be

holding a meeting in November, civil rights groups from women's groups,
blacks groups, Chicano groups and the ACLU, American CIL Union, and a
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lot of other major public interest and civil rights

•JEs They are the people that put up solidarity

No, they «.«.»ere the Labour Union. In November we ana having meetings of

all these people and together u.«e will devise some long term strategies.

Looking at two basic issues, one is voting rights, hou.» to organise

people around voting «... you have got to demonstrate like old people

are, that you ana going to vote in block arid why you voted, you can do

it with money, but we have not money, «.ue just have votes. We wi 11 be

working with black people ...» and we will also be looking at the

problem of law enforcement, and devise strategies that ana workable, so

•cAis. «!•*—* ........

•JEs Do you think there is a likelihood of that happening with a Reagan

g o v e n m e n t

I think that Reagan's programmes ana starting to fall apart, and the

advantaga of having a. totally unprincipled Congress, like M.»e have at

the moment, is that all they care about is getting elected, once Reagan

starts losing support I think he is going to have a KJary swift fall

from grace. The people of this country ana going torealise that he is

>—*"' out to gouge most any\oody,r and his programmes can't answer the kind of
problems that *.ue have and that he really does not intend to answer
them, he just wants to turn the clock back 86 or 9© years. I think

experiences in England ana helping to accelerate that process, u.«e ana
just having the same problems, only bigger. His whole approach has

been so devastating, the impact of what he is doing has not really been

felt yet.

What is going to happen to America, it is just going to be so horrible-.

Congress is just going to be so busy, trying to sort out crises. I

think once the tickle has turned, disabled people ana perceived a^> having

strength, as we have been perceived as having in the last year or so,

they won't cut it all, v.«e wi 11 just have to work along. So I am
optimistic, in the short run it is going to be awful, tout in the long

run, if we can get all this right wing stuff out of our system, people

wi 11 see that it does not work.

We have soup first «...

END
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ED ROBERTS.

kle are here -to talk about Disabled Peoples International,, fl naw and I think
i,.ie r y e x c it ing o r gan is at io n o f pe o p 1e w it h d is a.k:« i Iit ies« 11 s e e ms t o me t h a:t

this could be our chance to bring the latest phylosophy.r technology and
especially the whole se If—he lp approach^ to the u'or Id« The idea. is to help
people take control of their own lives.? to make people less dependant on
Government or anyone else. ..but to play the game at several levels* The -first
would be through the UN and we have sought or- ana in the process of* being
granted from many 0+ the organisations including UNESCO.- WHO and ILO
<Internat iona I LaJoour.''" .,- a.nd many other u.»or Idw ide orgaj-i isations w ith 3. n the
UN.r. «« are in the process of endorsing the new organisationr and funding it«
They are especially helping to fund the Singapore Conference which ujill be a
Wor 1d—W ide f irst .,- hr ing ing together Iea.ders in or•gan isations from around the

u.*or Id — from every corner of the world — with votes to vote on a. naw

Constitution and to discuss ««« and to elect a World Council.,- a council of
P e o p Ie f r o m e ach c o n t in e n t * » n t w o r e p r e s e n t at iv e s f r o m e ach c o n t in e n t„

It sprung out of the Winnipeg Conference. «. and there were more than 366 people

with disabi lities there.1. and even more friends.,- who came together to try and
bring a strong clear International voice to the affairs in the world that dealt

dits^htly with those of us who have disabilities and especially those who have
more severe disabi lities* « « but we ana also in the process of being set up so

we can do consu 11 ing wi th n-at 3. ons and deve Iop ing nat ions» We dont want the

emerging world to adopt the old principles of segregation and charity that just

are no Longer e.ccep'taJo Le and if we are to have a. say in our oiun I. ives.»< '-.many of

us have gained a. measure of that say)..- where the world can .join us.r to helps our

brothers and sisters.,- wherever they may be.r to do the same. To help them with

techno logy» For example..- Ralph Hodgkiss in Berkeley has a wheelchair that can

easily be adapted and used in places like Nicaragua and anywhere in the worlds

0 u t o f in d i g in o u s k in d s o f r aw m ate r ia 1s» 0 u r in t e r e s t s and t h e in t e r e s t s o f

disabled people everywhere are i^ary similar-.,- I may be talking about civil

rights here todayr and in many places around the world people ana talking about
survive.I.r so we have a tremendous range of possibi lities and things to work on

but we must do it co I lecti ve ly .«• so that each of our interests need not be

su b.j ug ated buf that b y c om ing tog ether .,• a. 11 d is ah i 1it ies .r in c 1ud ing the
mentally ill and those mentally retarded«

1 think the founders — as we envisioned DPI just could play a i-jary significant

ro'e.r changing the course of a lot of brutality and a lot of prejudice and
oX^Jt stereotypical responses to disabi lity„ Right now on the counci 1 we have
two people from each continent., In the main the leaders ana from Canada^
Ire Iand .,- S weden ... US fl.,- 8 ingapore .«• Costa R ica .»• flrgent in a .r Z imbahwe and French
Maur itan ia... a 11 repres entat ives ana d i. s ab Ied» The Counc i I by br ing ing
together people from round the world ».ui 11 begin a process that should bring all
people in the world with disabilities closer together* Building on the
strengths of the a Iready wor Id».u ide orgai n isat ions« Dea I in the mai n w ith
spec if ic d isabi Iit ies .,- on deafnessr b Iindr1ess .,- menta 1 retandat ion etc« .r b»..41 the
key to DPI is that it must be a coalition of all disabilities..- by disabled and
for the future of all disabled people. It is clear that our role as disabled
people in each country is to begin to reach out..- for example..- in Zimbabwe our
delegate-1 needs used clothing..- so any group that would like to take up a
collection of clothing..- they sell that and use the income to support their
organ isation« There ar-a so many things that u.»e can do together if we learn
more about each other« The main job in the next feu.i months is to spread the

word .about DPI and to join with us. Read our draft constitution and provide
input* Two of the '-..'er-y specific tasks u.*e have taken on ana a lawsuit iyi
Germany that a Ilou.»ed people to get money back on a package tour of another
country because they were depressed by the presence of disabled people among
them- The other issues have to do ».uith air lines,r just being able to move

about and a 11 the different regu Iations and prob lems u.«ith e lectric whee Ichairs

and ».uhite canes and all the patronising treatment that disabled people get in
general from international carriers..- so we have a lot of work to do together..
This will be an organisation where we set the priorities.,- our dream really is
to do something in many areas.r one is preventions The number one cause of
disability i\i the world today.,- and there ana estimated 1/2 billion disabled
people ivi the world today.r the number one cause is malnutrition,, It means
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that as m.je get invo Ived in organ isat ion we wi11 be a 1so providing a 1ot of
technical assistance to help prevent disability. It means that the vision is
not to gain more for people over and above those who live in a society but to
gain an eg.ua! opportunity within a society, so if everyone is poor you ana not
going to make a disabled person rich.,- but eg.ua.l«

•JE s What about those disabled people in DPI who have difficulty in leaving
their country to go to Singapore? Is there any way that they can be helped to
g e t t h e r e'?

Well.r u.«e ha.ve been very serious 1y thinking..- we rea 1ise that it is the f irst and
many people will want to attend who will not be able to.,, from all around the

world and we hope to have money for scholarships for people from developing
nations.,- at least for some from each country... dapandin^ on population.,, we hope
to get that from the UN .r but we are expecting in the developing nations people
to go to their governments and talk about becoming a part of this because the

government is not going to sand somebody.,- that is not how u.*e work.,, we work

i.uithin organisations but the government ecu Id participate and be supportive i\-\
the UN and also provide transportation^ so I would think you all would want to

get this organisation legitarnised.r contact your Irish colleague and he wi 11... I

aink^^-ire r he Ip out«
The Irish representative's name is Li am McGuire and I will give you a. list of

p*eop la,r because we are ..just the first year peop Le.r the organisers.,- and there

i.mi 11 be elections for regional representatives.,- we hope to follow this and

i m m e d iate Iy s e t u p r e g io n a 1 o f f ic e s and h a.ve t h e r e a. 1 s t r e n g t h i n t h e r e g io n s

as: *.ue I I. as in the centra 1.r we ha.ve talked about c^iffaring p Laces a^s a. kind of

central headquarters .r but we have not come to any real conclusions on that*

We have thought a. lot about if and the more we think about it the more excited

m& get.r the more people we can get involved with us.r the more perspectives.!, the

richer the diversity.,- the stronger we will be and I think politically u.»e will

address an issue that applies to the right and the left,, Disability is such a

chancy th ing and so many of us have a. chance to ha'..'a i t in our overa 11 Iif espan

that the future ,r what we see needs to happen .r a. wa.y be* prepanad for all of us«

0 u r Flm e r ic an c o a Iit io n o f c it iz e n s u.< it h d is ab i Iit ie s is in t h e p r o c e s s o f

becoming directly involved with DPI and I am also on the board of our RCCD so 1

have become a good link to the international movement* There is a. wealth of

diversity out there and a lot of things ana happening* In a. few weeks I am

going to Japan ax"id the responses to disabi lity.r or lack of response in any
society is K^ary culturally based and ona of the things that u.»e know K*<evy little

ai^^Hr- is how in differing cultures.,- what are the cultural effects on
disabi lity« In India you may foe a. chosen one.,- but you also may be chosen to

foa g f o r y o u r Iiv e Iiho o d „ T h e r e,r s a. 1o t of t hi in gs .r it" s a. f a&c in at in g ana a.«

In Ja&an a Quad «.uho is a member of the Japanese parliament is going to be a

r epr es e ntat ive o n o ur co mm i11e a .»• s o thar e ana s o me ve r y in ter es t ing peop 1e

around the ujor Id involved a. Iready«

J'E s What about some of the older.r more active nations that so ^an ana not on
the committee.,- like Holland.,- Denmark ««,,«,« how do you see them coming into it?

Well.r that's why I think Singapore becomes iJar-y important.,- as representatives
from each of those countries need to foe there to represent their own country

and t h e ir in t e r e s t s w it h in D PI and h a Ip t o o r g an is e 11"}e r e g io n s as «.ue 11 .,• f hia
people that are in now un.ll not necessarily foe on the World Council after
Decernfoe r.r there wi II. foe a. vote on who is going to foe represented .«• what
c o u n t r i e s .r y o u k n o u» t wo r e p r e s e n t at i v e s f r o m e ach c o n t i ne n t .r o r h o w o n e r o t a.te s
r.e.joresentat i ves .r or ho«.u one gats cont i nu i ty and st i 11 keeps commun i cat i on go i ng
and t r u s t g o i n g i n t h e m i d d 1e o f i n t e r n at i o n a I t e n s i o n and d i f f e r i n g
idea.logies.r religions and cultures » I think that is probably going to foe our
1ang e s t c h a. 11e n g e»

JE s Surely with the world climate as it is at the moment .r with inflation
rising.r unemployment risingr things ana ofoviously getting harder for disabled
people to try and go -ahead foecause of the lack of funds coming from the
g o v e r n me n t .r age n c i e s e t c„ ,r s u r e I y t hi i s i s h ap p e n i n g i n t e r n at i o n a 11y.,- t h at k i n d
»:::«f e x c h ang e wo u 1d foe o f foe n e f i t t o a 11 c o u n t r i e s«
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Rlsc:«.r so many of us have equipment that u.«e throw in our closets.r I mean all our

clothes and equipment that we didn't i.uant in the first place.,- but we took.,- a

lot of that could foe used in other places in the world.,- so there's so many

possifoi lities for exchange.,- plus a. lot of our more educated people.* and our

e n g in e e r s and p a o p 1e w h o h a v e e x p e r ie n c e d d is ah i 1it y as?- w ell as h a.v e

P r o f e s s io n a I k in d s o f c r e d e n t ia 1s c an foe e :•••:t r e m e 1y h e 1pfu 1 t o d e v e 1o p in g

nations.,- lout more than that DPI can put the spotlight on a. nation.,- where there

are atrocities.,- overly segregated systems.r no movement for change» I think

the international light of publicity can foe i,iary important to governments.,- so I

think there are so many i.uays that we can foe helpful to each other that we have

just foegun to explore,, Never feel that the process has gone too far.,- it is

j u s t foe g in n in g «

In d e p e n d e n t L iv in g M o v e m e n t«

JE s One thing that really intrigues people in England.,- I think it is mainly

foe c e.us e o f t h e s t r u c t u r e s o f o u r c o u n t r y ,r is h o u.» t h e in d a p a n d e n t m o v e m e n t h as

got so strong and so widespread in California particu lar ly .,- and the whole issue

of f"«ou.»er politics and how you have foeen able to influence the system i\"\ more

w e.iL ^Jt h an one.r particu Lar ly '.uith the attendant care grants tha.t have foecome

a.va.i lab le for hand icappad people to foe able to pay for their own attendants .»• it

is almost unheard of not only in England.* but even in other states*

There are a feu.* states foeginning to do it» It cejfie from a. struggle for

freedom on my part and a. few others« Number one job was political.,- *.ue had to

deal. w ith the peop le that ma.de* the I.aws.r second '.with the folks tha.t enforced

them.r or didn""b enforce them or sa lective ly interpreted them* The other was

tra.ining.r the whole idea, tha.t we needed to get ourse Ives to the point where u.*e

could organise our- own community.,- bring enough leaders along with a. foe lief that

we have a future but «.ue have it together» The recognition that we had to do

short term things for success.,- I don't know if you know about the Saul 0" linsky

org an i s i ng« He w as a. v ery f as\\ous J aw ish organ i sar and o r g an i sad ano und
Chicago a. lot of fo lack neighbourhoods* He took an issue like no foi let pajp&r
in a black high school and made it into an issue that they won on and then

began to gain. We began to win our individual welfare cases first.,- got the

expertise of hou.» to fight the systemr to find ujhat some people would call

1o o p h o Ie s .*• fou t w a w o u 1d c a 11 o p p o r t u n it ie s f o r e x p e r im e n f•at io n« W e foe 1ie v a d
wa could live independently and we knew wa needed some kind of system run foy us

tK^- would control that.,- and that is how independent living came about« It
naK-'an was just housing because tha.t is an expensive approach and only one part

of an overall phi losophy.*- and we had to work on everything at once* If we

weren't working on transportation and housing as well as the real gaps in
service..- as wa 11 as the laws themselves..- wa couldn't give the whole system«

We foegan with the assumption that we '.Mere whole people and that no ona small

system ^yi^as us the** lot.,- health system.r social system.,- you name it « « we do

too «*

•JE s Did you never feel a.t tha.t ear ly time tha.t you ha.d taken on too much?

We had a dream.,- we had a. vision.,- all of us were dreamers I guess and recognised

that you can't.,- that you have to go for the u.»ho le thing.,- you can do it... one

thing at a time.,- fout you can also figure that without getting together a. few

strong peop le a.t the start..- I mean u.*e recognise the tremendous power wa had

with a Kiary few people,, Probably in the harsinninr3 IB of us. The vision.,- I

u.ie.s kind of lea.der of it.,- hecause 1 knew u.'he.t we needed to do and taJ--%e charge

of our own lives and that leads to a lot of things« Hot have to foe dependent

on anyona but ourse Ives.,- at the same time recognising that we ana all

interdependent and I could help you in one way and you could help me in

another« The thing was though in being independent we had to provide for

people's survival first of all.,- we were ^any poor* I came out of a. luorking

class family and most of us came? out of if not working class fami lies.r families

w ho wa r e s t r u g g 1in g > E s p ec ia. 11 y.,- in d iv id u a Is wh o s t r u g g Ie aft e r d is ato i Iit y ,r
struggle against old attitudes,, We began to realise that it could foe a.

strength as we 11 as a weakness«, We would go into a legislative's office a.nd
perceive that they had got all the stereotypes about what we werer they felt
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terrifically sorry for us, we knew we could get what we wanted... because we
could exploit those stereotypes and often we don't exploit what we have.,- wa
have a lot of strengths in the way people view us.r so you have to really
exploit those kinds of stereotypes« Fit the same time you have got to bring
people along and laws along and we ana a very rights orientated and law
o r ie n t ate d s o c ie f y«

•JEs How aware were you at that time of the la.ws?

We had very few. I am a little bit vague.,- but directly it is related to the
1973 Rehabilitation Ret which read that in reference to the more severely
d isah Ied .r t hie R ight to Educat ion for Han «::•! ic app a d Ch i 1dr a n 1aw .,- f or many y a ans
children did not get any education.,- now people have aright to that.,- a. right to
participate in that and a. coalition of disabi lities got tha.t.r not one

disabi lity- Rll disabled people working together for common objectives.,-

s u p p o r t in g e ach o t h e r o n in d e p e n d e n t o foj e c t iv e s .,- I t h in k t h a.t is . « « . » „ I d o n' t

i.uant to overestimate? how well organised we ana.r because while we have been at

this in California for 15 yaans.,- we've still not made a. difference in election.,-

u.ie are not seen e.s e leetora I power.,- i.uhich I want us to foe seen es» Tha.t is

why these solidarity day demonstrations that we ana going to around the country

foei b\a key because wa he.ve to foeg in to shou.i our dissa.tisfaction a.t the fclegen

po liciesn Cutting social programmes and especially cutting the more

p»rogressive socia. I. P'rogra.mmes» une measure of whether a. prograirime works or

not is whether it leads people towards taking charge of their own lives.* if you

have gro'.un dep'endent on a. p*rogra.mme and tha.t programme leaves you or it

•fafoandons? I you.r »« there in the wrong place... we're not holding those systems

accountable for us to move.««« thats where the hole 4IDPC?I thing becomes so

strongly you've got to play it for yourself... So wa fight for ourselves,,,

nobody else will (pick the same -freferences'? weapons? I)» « and if thats what

we're trying.,- we have many allies. The fact is that most of us «.mill foe

disabled so they might a^ well get people prapanad for all of our future. I

think we go to employers now and we talk/ we don't talk about social and moral

obligations.,- even though I personally think it is their ... we talk about their

bottom line ... a. good employee helps their problems. It's just that simple.

ftnd if there is real richness in our diversity.,- we think the folks out there i\"\
our society just don't know .»«„«.« an au.H-u I lot about disabi lity. ... « that's

why integration becomes so critical and transportation on every area and we are
the first group that is going to take a lot of heat about changing foui Idings

and about making our society mobility accessible as wa11 as socially and
el^omica1ly accessible. Find when it comes to our civil rights people talk
about costs and we are people u.'ho ana too expensive. What.,- ana people's

futures too expensive"? We are going to make a. choice. We are increasing Iy.r

i\i all of our societies.,- making a. choice.,- where fewer and fewer of us ana
supporting more and more people on confed. a.ida People work for yaans to join
our club now and become disabled and have some kind of disability because they

dislike their jobs or whatever. We can put people like that iv\ better jobs
and other areas.,- those who really want to work:. and a figment of our society
doen't have to foe left out.r that disabi lity is not the worst thing in the

i.uorld.,- that people's attitudes towards us ana pretty load.

.JE s It takes a long time to change r inborn inbred. People don't know

anyth in^n.,- don't know any better«

But tha o n Iy way that' s go ing to happen is f o r <js to get out there w ith them
•snd that is why I personally dedicated my own self hoping to ensure that the
n a xt generation .r t he young peop Ie .r gr ow up w ith d i s ah i Iity and have
non—d isah 1ed peop 1e k now ing each other .r ar\d the y o ung peo p Ie w i th d i s ah i 1ity
have a future and believe in themselves.,- that they do have ona a Their parents

act as if they do. Rather than the self—fulfilling prophecy of .«....«.«»»«.

JE s That «.uhy Berkeley «««»«« is ona of the few places in the world where you

s e e a t o t a. I in t e g r at io n o f

They ana going to take our money all the same ,, «««

JE3 That's just California
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you do is you do a. task analysis of an issue.,- you break it down into smaller-
learning units and you teach i+v once a person learns it., which can foe
relatively guickly.,- they don't make mistakes and they don't get bored at it so
they just turn out great work.r so they may do a lot feu.«er.,- but their
productivity in terms of the numbers that go through ana passed on.,- and then
the old attitude thing comes in because people don't want to foe compared with
the work of a retarded person.,- because they ana not worth much* That's why I
work on all the issues.,- because I believe a. retarded person is eg.ua. 1ly or more
oppressed than I am« We ha.ve a new organisation called 'People First' here in
California^- if is an organisation of the mentally retarded spaak.in^ for
themselves.,- so frank.,- so honest.,- such an honesty.,- a. u.»i Ilingness to speak up.r
this is a. i-jary positive thing* In DPI that's it 'speak for yourself*

Those are some of the more important things,, I think these next ten years are
go in*3 to foe rea. I exc it ino\ here „

END.
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So I 'think you will -find that ».ve are oLuite different, toeing more urban

centres that you visited, in -fact that contrast became more eyideni? the

first week/ when Max Starkloff visited us.r the -first day I was on the

job. Me immediately sensed some real differences between some of the

things that he talked about and what we knew we were going to deal.with
here. Because I have lived in New Mexico for 13 years, and there is

just tremendous differences between that and St Louis.r I grew up 60

mi les outside St Louis, so I know*

JE s Did you -find he was basing his ideas on St Louis

Some of it« It was pointed out to him toy several staff members that

we are dealing with something .just entirely different. Me are a. small

city, we have a big mixture o-P cultures here, we have indians, Spanish

Americans, Anglos, hippies, artists, we have everything, and to some

point I think we take some pride in being able to allow that all to

exist,not to say that there are not problems, because there surely are.

But most o-P us in this kind of business really work hard at keeping
that as positive as possib le» . . » ». . » « I-P we are going to influence

people to consider the needs of the disabled, we are going to have to

go about it in a K^ry persuasive sndi alliance kind of way. Because

- all of us who first came together in March, we needed the programme, we

\-J needed each other, we did not know how that was going to evolve«
Well, we bx^^* sti 11 K^^ry young, we sr'& only six months down the road, we

have already worked out a. lot of those kinds of issues« I think our

«luota on the staff has been pretty much half disabled and half able

bodied. On the initial team, there are five people on the team. The

team is Tom, who is knocking at the door «»..»»»»« , he is a. «tuad, Jean

is a *tuad, ........ who is blind, Andy who is able bodied, and myself,

I ssf\ able bodied, ..«..«... is able bodied, so we have a. mixture

......... for the most part we feel it is important that there foe a

work ing interact ion re 1at ionship toetween afoIe tood ied Br\d d isah led.

One of the feelings that we got from Max was that it would certainly foe

preferable if we w&\~'& all disabled. My own personal philosophy does

not align with that, and I could not work here ....

JE s He does not run his centre that way

He doesn't? That is interesting

JE s A lot of people in key positions sjt^^f disabled, but there is ciuite

^> an ablefoodied staff there, admin staff most of them, but still they
could not function without that kind of backup ...... same in Berkeley,

again the key people are disabled

Carol and I wondered at first how we ever would have got off the ground

if she and I had not been here, foecause there were tremendous problems

at that time. Vo lande could not see. Gene did not have a. lift in his

^Bnx he had to foe lifted in and out of his ^Br\a We were scratching

our heads a. lot and trying to sort out a lot of these issues, and

dealing with our own feelings in the staff. I feel %.^ry good about

that, it has certainly really come together, it is not perfect

JE. How did the centre start here

Actually, it came from a person in the admin at DVR, he met Bill, he is

from DVR ......... a woman that was above him actually generated the

whole thing, oversawthe writing of the whole thing ..........

..........

JE s I expect that is what Max was suspicious of

The grant was not awarded to DVR, it was awarded to M&w Vistas, she
wrote the grant ..»«»«»».««« New Vistas is an organisation that has
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been here about 18 years, that serves the development-ally disabled, so
they got it. We are pretty much independent of them geographically,
we are serving a. different population, however we do have a crossing of
clients at times. Everyone who came to this programme had Yia'jar been

involved in Hew Vistas before, except Andy. He had been doing some

evaluation work with New Vistas.

JEs So who laid the framework, who advertised for you

Hew Vistas. there is an executive director and an associate director.

The assiciate director i.uas incharge of getting us off the ground.

They first hired Karen, and Karen ar\di the associate director did*
Karen has really effectively guided us through a. lot of the rocky

times.

JEs So were clients referred to you or did they find you themselves

A combination of both things. There was a list from DVR, like their

1979 clients, we went through that list and we wrote all those people

letters and brochures. Then u.»e did a lot of community relations, just

to make peop le aware of us

^w^ JEs What kind of response have you had from the community

It has been slou.«, but it is beginning to happen more and more

JEs How about fund raising

Me Br'a K^any fortunate, we ana funded for this yaan,r but we are going to

have to start doing that soon. I know the funding is not going to

last for ever. It is the next thing we ana going to have to tackle, I

know it is real hard. I as\\ not interested in that kind of thing

......

JE s Te11 me about what you do

I see clients on an individual basis. I run two groups, one of

disabled people, and one, that is coming soon, of family members of

disabled people. I have a particular interest in that. I also do

some work at a hospice in A lber^uer«=tue, I run that kind of group of

family members of dying people. When this request came from one of
^•' the family members I just really liked the idea. The group has just

been a real positive experience, to most, for the most part most of the

disabled people are homefoound, require a lot of physical care, for
example, two of them are, most of them ana road accident, forain injury,
whose potential for employment or rehabilitation in the community is

pretty rare. The responsibility for their care has fallen to these

people, what I have found is that their involvement is unique ... the
guilt that they feel for the times that they do go out and enjoy

themselves. I think with my nursing background I just have a natural

interest in that kind of thing, I have a lot of experience of ........

The clients that I see individually ar-a those in a. transition to IL,

and that is a real joy, to take them arid start out from where they ana
now, and see down the road, how we can iuork together, that is a real

special thing

JEs How aa^y is that here, there seem to foe a lot of architectural

barriers

Santa Fe is terrible. There is a lot of impetus in the last couple of

months. The ......s wife has been chairman of a committee to do a.

survey of the city, and that has just been concluded, and that is going

to put a. lot of pressure on people to do things, and that is because of

IVDP. I hope, if you come back to Santa Fe in two years time, you
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will see a. lot of improvements. For the most part, I think, a^- a.

group when we meet together, we have to choose a place that is
accessible, it is a real good education, it is a. real positive

experience. I really feel that in Santa Fe it is a. matter of

education. Also, we got to talk to the businesses, it is a real

tourist town, and if we want to keep that up we have got to pay

attention to the needs of the disabled

JE« Hotels ana a problem in Santa Fe ... »% extensive discussions on

hotels). What is the attendant care situation here

Ask Tom ..... ............ ........... .........

Max told me he did not believe in therapeutic counselling and I do,

they only believe in peer counselling, and it made me really pause for

thought, having just taken a job here. I believe in a who listic

approach to a person, and I believe that first of all you and I ana
human, and I believe that both you and I have suffered, maybe in

different ways, but we can spaak: across that. I think it is real

important that I am here, and I ax\\ real glad to be here

JE. I understand Max's point of view because of the past ....... but

^J I also agree with you regarding a wholistic approach

There ana some situations where I am totally inappropriate because I

cannot do paan counselling

JE« I feel you should have a peer counsellor with you, that way you

would have a who I listic

There is a lot of exchange of clients, so that is the way we approach

it

END
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I was a community resources co-ordinatorj. did a lot of public relations
kind of -things* The reason Iguess -they "bold me.r was my background-
A whole lot of public relations, I had been doing some sex counselling
with fami lies- Iguess Karen thought I was a good balance for the
programme, not only in community resources.r but also have a client
load, and also be able to do a lot of in service training, not only
awareness of being disabled, but at the same time be able to serve

clients.,- whatever else I am asked to do- When Karen is gone, then

•Jeanette takes over.r when she is gone I take over- fis director she is

in and out a. lot. So the first thing I did when I came on the job, I

diidi a. lot of follow uptt Some of the people here had already mai led

out brochures sr\d a letter.r pretty much explaining very briefly our

programmeo I had to come along and call a. lot of these- people up snd
offer to come in.r talk to the directors^ talk to the staff a.nd give

them a more broad explanation of what i.ue were doing.r what our

philosophy is- We go with a friendly approach, we don't put demands

on anyone- We do open ourselves up to «-««-«-« Jeanette snd I are

in the process now -»«-»» She contacted all the medical people, all the

hospitals in the county that we serve^ agencies like community nurses.••

home help type people, and her and I have been going out and doing some

in s e r v ice p r e s e n t atio n t o s o me o f t h e s e p e o pIe»

JEs What is in service

Explain our pro9rajnme.r give a little history.r how we started .r why we
startedr and then explain what we do- Make ourselves K^ry much

avai lab le to the outreach «-»»»«- then we offer to go back and do some

sexuality work with them, and they were K^ny receptive to thatv so we

are going to go back and do that- fls you know, that is a big gap in
the rehab i Iitation process .r it is a big gap anyu.there, sexuality- For

various reasons, i« people .just avoid that in their hospital study- 2-

They don't know where to start, what do I say to someone that is spinal

cord injured, I don't know how he functions sexually- Most people
think that you don't do it, your body is paralysed, therefore your sex

is also paralysed- There's some myths attached to that also- So «.ue

make ourselves available to that, that sort of opens it up to them and

makes it easier. I don't know how we are going to present it, is
myself mid Debbie Heath, do you know about Osteo Genesis, a bone
d iseese,

JEs Was she doing sex counselling

Ves- She is in medical school- She and I were doing a lot of that
in New Mexico, sort of sexuality workshops in that agency- Now since
•Jeanette and I are going to be doing it, u.«e will probably take a
different approach, but pretty we 11 follow the same type of agenda that
we fo I lowed before- Vou see Debbie covered a lot of the medical

aspects, whe.t takes place physiologically- We both covered what-

happens psychologically- Pretty much covered adjustment to an

acquired disability, she would cover adjustment to a congenital
disability- I would go and relate some of my personal experiences as

far as how I adjusted sexually, not only sexually, but socially,
emotionally, it all sort of works together- Anyway we are going to be
bringing together some kind of a programme here as to how they should
be going about whatever kind of sex counselling they do- What I

alujays ask them not to do is not to say anything- OK if someone asks

a. question about the subject of sex, instead of responding in a.

negative way, you can say I don't kno*.u, or, I'll try to find out, but

d o n 't s ay y o u c an' t, b e c aus e t h at c sn foe r e a 11y d e v astatin g

JE s It is dreadful at Stoke 1**1andevi lie

I don't know if I told you, two or three u.«eeks after I was injured, an
orderly came in to change my catheter, he held it over me and he said.
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I hope you u.tere na^ar planning on getting married, and that just wiped
me out, I believed him, because he is the only person who ever came
along and told me- I would ask nurses what is the matter with me, I
don't know, will I be able to walk again, I don't know, how come I
can't move, I don't know- So he is the one who came in and fold me
something, he made a statement and I believed it- The guy did not
mean anything, he obviously felt I have got to tell this guy-
«---»-»«»» some guy might ask well, would you go out with me if I could

walk, what he is really looking for them to say is, I will go out with
you now. All the little things are so important, people can be

listening to all those comments that nurses make- I always felt more
comfortable talking to nurses than anyone else- Vary seldom u.»ou Id I

ask my doctor really sensitive questions, you ask them about bladder-

infections and those kind of things, but nurses ana the ones you ask

about »»««»»»-» So that more or less sums up what I do- What I

would like to do is try to get some of the civic organisations, the

rotary club, the lions club, let them know about it- A lot of those

organisations ana looking to help someone- What I am looking at is to

say we have a. client in Rosswell, or St Joan, for rehab, about to be

discharged, he is going to go back home to his little house, up ten

steps, what can you do, *.ue can't do anything, so if we can get someone

to donate the labour and the wood, we can supply a. nax\'\p

JE s What have they done before

A lot of them just stay home, I would imagine, they just stay inside-

When they go somewhere, they wi 11 get people to help them down the

steps, but there again, a. lot of them ana probably able to get the

neighbours to throw together a bunch of boards for a makeshift nas\\p.r
because there is a. lot of friendly unity that exists up there-

Disabled people ana looked upon as people that should be sympathised

with, ah this poor guy, let's do what we can for him- And that can be

a. profo lem too

J E s 0 v e r p r o t e c t iv e

Ves- People ana really religious up there too, you have a really

heavy Catholic background, so the handicapped ana looked upon as, ah
poor thing- So I have to get through that before I can even get to

the client- Vou have got to do some a.wananass stuff with the families

•JE s So that is one of your ski lis

All of us- We all ha,ve to be able to do more than just one thing- I

can't just come in here and wear a. tie and talk to agencies and

directors- I have got to be able to take off the tie and go into the

homes of clients- Vou have got to have that variety- I have to be

mobi le-

JEs How do you deal with the Indian community

I u.ias at the Indian hospital talking to some field nurses and I was

asking them some of those things, and I asked them, what is my
approach- Si lence- Do I go and approach them just the way I

approach anybody else- They na^an thought of that- I have known

that certain things ana taboo- I have a. friend who is a teacher, she

was doing a puppet show, and one of the puppets was an animal that the

indians held sacred, and she got in really bad trouble for doing that-

What they did say, we 11 there wi 11 be a lot of si lence- Vou i.ui 11 go

and talk about the programme ax"id all these things that you may be able

to do and they just sit there- Vou might answer a. question that you

think they naadad.r for example, do you know how to go about getting a.

wheelchair, so then you try to find other ways to get them to talk,

sort of answer the questions for them- Anything that is government.
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not represented by their own, they are suspicious of- It is a
barrier, so they are going to go in and maybe leave a brochure laying

on a table- I think, once they have learned to trust you, then maybe

it will get started- I think it is going to take a. lot of time- If

it is rura.I, they are all reaI c lose knits« Vou are the on ly one

from the outside, being looked at as a stranger, a.s a social worker

type- So M.*e ax"a trying to approach the agencies first, let the

agencies put a word in for us

JE: How is the relationship with the agencies

Fo far we have done really well* We were afraid of the agencies being

territorial, but that has not happened- We want to work with someone

else, we can't serve every need, but they probably can't either- In

some cases they i.uill provide attendants or transportation, but they

won't provide peer counselling- The people may not know about all the

programmes of all the agencies, that may or may not be able to help, so

we come across and approach that, hey we are here to help you guys out,

we have a staff that ana disabled, we can offer paan course I ling-

Other than that we just go across axid really stress the IL idea and

expand on that, and I can share some experiences with them myself, at a

time when I did not know this or I did not know that, when I went about

getting the K^an^ the whole process took a year, and if I had had

someone who had maybe gone through those steps and already gotten one,

then that could have helped me out- Like when I got mine I made

myself available, some key issues here, transportation, education,

e m p Io y m e n t, y o u c ax"\' t d o t h e s €•• t h in g s w it h o u t Ie arn in g t o d r iv e b y

yourself, the whole social aspect, the whole IL- I usually sum things

up by saying, i.ue 11 I am just like you, only I am sitting down, but I

want the same things that you want, I want to go the same places you

go- I know that I can't ski down a mountain, but I would like to be

ah le to go up there axid watch the peop Ie sk i dou.tn that mountai n

JE: What I really want to ask about is attendants

On the attendant issue, you might start with Gene, because he put

together the attendant manual, he can share some of his ideas about how

to go about it, axid about how he axid I have gone about it

END
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•JE s What exa.cir. ly do you do

Little or nothing. TXuo of* us are training couriers-/ me and Findy.r and

the o~bher pari? of my job would be doing intake work snc\ outreach work.

So I would go round to different agencies/ looking -for ne».u clients^

geiriring information on programmes and people who could use our

services^ writing letters Bnd stuff to clients./ phonecalls»

we wi 11 go and check his «.««»»«« -for -freeaauaaaaaa

•JE s Do you have a. lot of response from that

Not ajH? much as we would like

•JE a What are the nine counties you cover

a n a a

•JE s Did you choose to cover those Bn&B^

This programme is different in that it is- a rural programme/ it is

experimental. Kansas has a. rural programme too.r but we Bn^& serving

several different cultures/ and no one else has really got a population

I ike th i s

•JE s Would you have chosen to set up a CIL that way

No a 1 would have started one in B lberctuerg.ue.r you have got so many

r e s o u r c e s t h ere/ a t r Bns p o r t at io n s y s t e m / t h e c it y is snc h it e c t u r a. 11y

better off/ there is a large university there/ a large attendant

programme there/ just a lot more things to take advantage of

JE s Why does fl lfoeroLuer«iue not have a CIL

There bjtb people that do want to get something going down there/ but I

think there Br-& some political reasons* We bx"b supposed to expand to

Fl Iherctueroiue in about a year or so, and a year after that expand to Los

Crusos, I think it is, so we have a five year period of expansion

aaanaaan

n a a a a a.nn.aaaa as far as what their disabilities are, what problems

they have, what services we provide a » « « a . « a a « « a « so u.«e can see Bny
P att e r n s , w h e t h e r t h e r e Br'e m o r e m e n t a 11y r e t Br-d e d o r p h y s ic a 11y

handicapped, whether to provide more services, things of that nature

JE s How do you go about getting your attendants

It is a real tricky situation because this Br-^B. is so rural, it is real

hard then» We could get an attendant registry, name, age, type of

experience they have had, that sort of stuff, which somebody looking

for Bri attendant would want to know, but if a person stays on the role

two weeks, they drop off

•JEs That soona I thought you might be able to tap the counter

cu Iture

The population here is about 50,906, but in any one day there could be
160.000 people here, because it is- a big tourist place, and people

looking for work, they may be applying as Bn attendant just as a. form

of work, not because they want that particular job. We did try
putting Bn ad in the pBjp&rs- for handicapped persons wanting Bn
attendant or for someone who wanted to work b^> Bn attendant/ u.«e got a

limited response/ I don"t know why

•JE s Where was the most response/ from the attendants./ or from the
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d isab led peop le

Mostly from the attendants. Ithink because it is a transient city,
people are really eager to find work here, to be able to stay here

•JE s Why do you think so few disabled responded

It is real hard to reach a lot of people, they don't read the

newspapers, they don't watch TV or radio. The majority of them don't

have phones

•JE s Is it diff icu It to identify the disab led peop le

We send letters out. We go to agencies that work with handicapped and

j£.~k them know that we BnB here

JE s I thought they wou Id have got onto you and asked for Bn attendant

It is n&w* Vou have got to also figure the large Cicanno population

that ».ue ha.ve here, they bx"'B K^Bry independent, they are not going to

/ , come to Bn agency, they are i.iBry anti government, anti establishment,

^•^ they won't come, and the indians the same way. They see the presence
of a handicapped person as God's way of saying, you have done something
wrong, you have got to take care of this pBr"Sor\

JEs So despite all the problems, pressures, they see it as God's

will. So how do they manage

They just rely on their fami lies, there bx"b real strong fami ly ties

here

JEs So what have you done, how have you managed

'y'iK.f-y cheaply, we can't afford to pay them, we can't afford to hire

someone that is really good. Usually if people provide a bit of

experience, ability, they expect a good salany, but I can't pay that-

much

o

JEs Isn't there a basic rate

There Br& some agencies that wi11 say it costs $6 Bn hour to supply Bn
attendant.....a ...... I have a two bedroom apartment, so I give one
room as part of sa lary to Bn attendant

JEs Do you earn enough money here to be able to keep you going and

pay for Bn attendant

Ves

JEs What would you do if you did not have this money

Maybe go off somewhere else. I finished school back in Ohio, I came

to A lber'=tuer^ue about five months ago, so i-f I didn't find this job I

probably would have moved on somewhere else. Somebody drove me out

here and left me

•JES Vou can leave me somewhere ............. So there is no way

the system provides Bny kind of benefit or ^r-Bn't or whatever to pay for

Bn attendant

W e h ave s o m e t h in g c a lied Title 2 0 s e r v ices, cr it icaI in home c ane.

Part of our welfare social services. If a person like myself needs Bn
attendant, but they can't afford it, the state will pay for it.

However, the state says they only got so much money to work with, so
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they can only accept so many people. So there are some people that

BnB getting Bn attendant paid for by the state, but very few, and there

-Hi*J****^H" so many peop le that need it

JE. Vou must have met lots of people that BnB having Bn attendant

proh Iem

They end up in nursing homes

JEs Where are the nursing homes, there is one in Rosswall

There is a. couple in A lberoj.uerg.uc*, I think we have one in Santa. Fe

JE« Vou think. Vou better find out and close it down

Our biggest priority for a whi le is government subsidised housing,

which is $54 a month for a 2 bedroom

JEs How did you get into this

When I first went back to college after I broke my neck, the

handicapped students service office at the university had had a library

service for about four years, and I just tried to find all the

information I could, so I started getting real interested, last June I

started talking to a few different people

JEs The people were Ralph Markwood Bnd Tom Dennison

I i.mi 11 give you their card. They have got a real good outreach

ministry«

I just wrote Bn attendant training manual. Teach people how to be

attendants. It is still being edited, it is about 65 pages, I'll mail

you a copy, I'11 get your address

It is how to teach able bodied people to be attendants for mentally

retarded, Bndi how to teach disshlBd people to teach attendants.

•JE s There seem to be a. lot of people getting iuay out attendants

It will probably be like that for a long time, people Br& looking for

Bny kind of worka One good source is university students, you get

away f r o m u n iv e r s it y c e n t r e s it b e c o m e s h Bnd e r

JE» Vou must have found it hard to leave there, you found out about

the job whi le you were there

When I came to n<&w Mexico, I met with some disabled people who reckoned

this kind of thing was going to start soon Bnd I ought totry Bnd get

the contract for it, centred in A lfoerg.uerg.ue, run by the Veterans.

They had aI1 kinds of information •»..«... ..««.»..». .....».»« the

contract is not awarded yet, but keep your ByBS open, so I found out

when it wb& awarded Bnd who it wb& a.warded to, when the grant was

awarded, and I found out the guy who bought it

JE s That was the Voc Rehab work

That was through the regional Voc Rehab, it came down through them, I

thought I wou Id start out with these peop le .».».».». ....... .«..«««.
they said keep informed, keep in touch, when the job opens up I would

B$-'P ly

JEs Do you know how many people applied for this job
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2 6 in t e r v ie w e d Bnd t h r e e t im e s t h at m Bny bpp Iie d

JE s What was the ratio between handicapped and non disabled

I don't know. I think there Br-B ^Bry feu.i qualified handicapped

peop le. Presented ......... get state assistance to go to schoo I, you

have got to have guite a lot of abi lity to get through

•JE s So how did the veterans respond, when the money went to Voc Rehab

They were a bit disappointed. It was just a matter of politics

JEs Were Ralph Bnd Tom involved in that

I don't know about Tom, but Ralph was.

•JE s How o Id are they

40s. Tom is from Viet Nam, and Ralph I think was in the Korean i.uar

too

•JE s The stories *.ue here from outside about the veterans are pretty

bad, about how they get left, they don't seem to be involved in

d iSBh led po Iit ics ...»

The A Iberguergue group Br-B good.

•JE s Qu ite un ique

The ones in alherg.uerg.ue BnB a volunteer group, which is a little

different from the admin which is all paid staff. It seems the PVA is

doing a lot to keep a track of the station. Just last week u.*e had a,

we spent $300 to rent a room in the Holiday Inn, to talk on issues

........... doing a lot of that kind of thing. It is funded by

Ttfwte'r "cA L ..............

JEs Vou are restricted then. How do you feel about the way things

Br-B working out here

Pretty good. We have staff meetings B'^Bny Friday, we have a chance to

talk about things ...a................ sometimes we can't change them,

but at least we understand what is going on

JE s What about, hous ing

It took me a month and a half to find accessible housing. It is a.

h is t o r ic a 1 Bnc h it e c t u r a I p r o b 1e m

•JE s What about the A rig los

The bonds BnB not guite a^ strong, there are a. lot of peop le from the

East

JEs Do you know many personally

A coup le

JEs Roughly how many clients do you deal with a month

About 75. A11endBnt cBne, peer courise11ing, advocacy, adapt ive ai ds,

w h e e 1c h a i r s

JEs What about wheelchair repair
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There is nobody here in Santa Fe that does it, there is just Los Calos,

they won't accept Medicaid or MedicalI, because they have to wait so

long for the money, they want the cash. It is different in
A lfoerg.uerg.ue

END
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The Zeta chapter has for many years . ». « very active in the housing^
but u.«e are more on wheelchair accessible housing.- we don't actually own

Bny buildings.- pBr se. We work w&ry closely with the public housing

authority in fi Iherquerque.- when they have subsidised housing aval lable.-
now they Br-B calling us. We have worked very closely with the social
worker at the St Josephs Hospital and when they have somebody that is
being discharged.- Hank.r they refer them to us. However,, it is k^Bry
difficult to work with most of their clients because most of their

clients that they refer to us; they have only been injured perhaps less

than six months and it is their first time that they Br-B going to leave

the hospital.- and most of them.- because of financial reasons.r sr-B going
to have to live by themselves.- and they have no experience in that and

it does not work out K^ry we I In fls a result of that we have not

pushed that.- we Br-B more involved in housing with older spinal cord

injured or mobility handicapped people.- they have been out of hospital.-

they have lived on their ou.»n.- they Br-B able to handle that Br\d we Br-B
more successful in tha.t« Host of our clientele are non (dependent?)

as it applies to housing.- my associate he deals with some other people.-
he has recent ly come on about a year ago and has taken over much of the

housing referral business snd he kind of got into that in a back door

m.iay.- because he developed Bn attendant referral system« Well.- before

the person can hire the attendant he has got to have a place to live.-

so consequently he became quite interested in housing Brid I taught him

what I knew- I still dabble in it a little bit.- but my associate.*

David Cohen.- handles more of the housing now than I do. find that is

about where u.*e BrB at with this chapter on housing

JE s What do you usually handle

I ani the executive director of the chapter.- my responsibi lity is to

handle the business affairs of the chapter mostly.- Bnd to assist the

programme directors in areas that they might nec-d assistance in. Of

course.- I am also the national vice president

JE s Does that involve a. lot of fund raising

On the National level.- we BrB exploring some various options here for

fund raising. Fis you expand you always need more money. I believe

this is rather unique PVfl chapter.- it is a small chapter but it has

been well known for initiating a lot of innovative programmes and ideas

and so forth. Vou go in cycles depending on the officers and if they

are willing to work with you.- we seem to foe coming foack on a high now.
For almost a year* we WBrB without a membership officer.- simply because

the man that was our membership officer.- his wife was sick with cancer.-

and died.- so he was out of the chapter. Now we have a new membership
officer and we Br-B getting momentum going again in that area. The

attendant programme has really become quite a. good programme

•JE s that really interests me

Bill has got quite Br\ applicant list. I think most of the applicants

were looking for part time i.uork.- they did not want to live in. If I
can get back to this new housing complex in Dmaba.- Nebraska.- that was
sponsored and developed by the great plains chapter.- there is 24
appartments on each site.- and the sites are separated by 18 mi les or
more.- Bnd it is their intention to have maybe 2 or 3 quads share one
attendant.- of course they Br-B just starting up today to rent those

apartments.- and there WBt-B a couple of them that were around Friday

when I was over there.- for the dedication ceremony. This one fellow

had been in a county institution.- which is pretty horrible. This

-BB^Br-B quad was put in this home by his parents.- I am sure there Br-B
probably two sides to the story.- anyway.- this young man has been in Bn
instititution for 16 years.- Bnd he is only about 33 no«.u.- just a

horrible situation.- and he has just signed a lease to go over there.
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He has very low income.- I suppose he receives some money from the

county.- but ««»..»«» <tape over> «„»«»«». fit least at this point in

time u.«e do not have Briy great desire to become a landlord and own

buildings ourselves. We see our mission more b^ providing services.

Fire you familiar with any of the CILs in Houston.- Texas. Well that

is where our thinking is now.- whether that thinking will come out in a

few yBBrs from now.- I don't knoiu.- but that is the way u.«e envisage it at

this point in time. we Bre more interested in providing referraI

services and we do some peer counsel ling.- we have acted ..„».»». R

feu.i of us do here.- Brid that is about where we BrB at on that. One

feature of our referral system is that you do not limit it. This

r e f e r r a I s y s t e m in v o Iv e s t w o p art s.- w e adv e r t is e.- o r m y b^s o c iate

advertises.- for the attendants Bnd then we have the client consumer who

needs the attendant. Our mission is to try to get the two together.

We do not at this point in time want to become the employer snd that is

how we get involved in the housing aspect.- as we always were interested

in housing. The accessible housing in this city is extremely Iimited.-

that is for rental.- now if the person has a high enough income Bnd can

purchase a house.- that is a bit different. Most of the handicapped.-

especia 11y the young hBndi capped.- qu ite often their in jury is before

they have gone on to college.- their source of income is usually around

$25© a month. Without subsidised housing there is no way they can get

into hous irv^i

.JE s What about renting houses.- do they get allowances

Those that are.- those handicapped individuals.- if their income is low

enough.- they qualify for what is called a Hudd section 8 rent subsidy.

Fin apartment.- there is two parts of that programme* One part.- the

section 8 programme was initiated during the Nixon administration as a.

device to get apartment owners Bn incentive to buiId more apartments.

That part of the programme the actual rent subsidy.- piece of paper.- is
held by the developer and that part of the programme is easiest.

There Br-B not maximum.- there are but they BrB k^Bry high. Now the

second part of the programme is for existing housing Bnd those

c e r t if ic ate s Bre c o n t r o 11e d b y the Io c a I p u b lie h o u s in g aut h o r it y.- it

could either be the city or the county.- but that part of the programme^

the maximum allowable rent is about $159 for a one bedroomed apartment.

Vou Br-B not going to have.- most of the.- and that includes the

utilities.- and it is extremely difficult to find a one bedroom

apartment in that rent r'Brv^iB.v but that is what is available. The
first programme I told you about.- where the certificate is held by the

developer.- that is much more flexible.- max allowable rent is much

h igher

JEs Is it common for PVRs to be involved in attendant referral and

hous irig

No. I know of two chapters.- our chapter Bnd «.ue just got into it.- Bnd

the Great Plains chapter.- that is two that I know of.- now I would be

surprised.- we have 35 in the United States.- I would be surprised if

there were 6 chapters i^i the entire United States that did anything in

this area. Most chapters have steered away from it.- as this chapter

steered away from it in the beginning.- because we did not want to get

involved with all the hassle of being Bn employer Bnd the liability.

In this country.- if we were the employer Bnd we sent Bn attendant out
to your residence to take care of you Bnd he burnt you somehow.- or he

dropped you or did Bny number of things.- we b^ the employer BrB liable.-
and that insurance is extremely high.- but what we Br-B doing toy just

toeing a referral agency.- u.«e do not have Bny liabi lity.- Bnd I suppose
for that reason we will simply try to stay strictly as a referral

e.gency

JEs That seems to be what most CILs do
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Ves. Of course.- the largest CIL is in Berkeley. I was out there 3
or 4 years ago and again all they do is just have a. list of apartments
available.- or at low rent to handicapped people if they have got a.
vacancy. The biggest trouble we run into with our housing is when the
housing authority all of a suddBn tells us they have a vacancy.- we
can't always find a handicapped person that is willing to take that
apartment at that particular time.- Bnd the housing authority.- it is
rare that you find one that is willing to hold Bn apartment for a week.
They can't afford it. Just about the time that the apartment gets
rented.- then we will have two people come in hollering that they want
Bn apartment

JEs Flr-B there Bny other ways of finding accommodation

No.- in most cases we Br-B working through the housing authority

J E s D o y o u adv e r t is e f o r att e n d Bnt s«

Ves. We don't make it a. practice.- we will accept donations. If the
attendant feels we have found him a good employer.- he may want to make
a donation.- we do not charge for our services. We just ran Bn ad in

(, the PBjpBr for 2 PFls Bnd we got Bn awful lot of calls. it came b^ a
complete surprise to us. My associate is more disabled than I Bsii.r and
he had stronger feelings on this programme than I did and knew that
there was a need for it Bnd his contention was.- why have six «=iuads
putting Bn ad weekly in the pB^Br.r let's get the client consumer-
registered Bnd then lets advertise for the attendant Bnd then see if we
can match the two together.- Bnd I think that makes more economical
SBnsBa Just where this programme is going to go.- I dont know, but it
has generated a lot of activity.- I wish you had Bn opportunity to talk
to him

•JEs Have you documented Bny of this

He has. We have got a folder.- we try to fill these forms out so that
at the end of the year- we will be able to go back Bnd pick out some
stat istics or informati on»

The DVR.- to which I have difficulty giving \>*Bry high marks.- they felt
that a programme wou Id not se 11 to the US Congress un less they had some

f. innovative programme. They thought that by labouring their new
programmes for the rural people.- that it would be accepted better. I
am not saying that they don't need that service up there in Santa. Fe.-
but here we sr-B sitting in the centre of a population of 460.-860 Bnd
«««•««• What they Br-B going to run into up there is more elderly
handicapped.- where we are aiming our services more for the young
handicapped.

END
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Virginias »».»»» . «. » «. « a «. . Department of Education and Rehab there

was a. lot of discussion about the 1976 amendment to the Voc Rehab acta

One of the parts of the act that they fe It wou Id be funded was the part
having to do with CILs.r this had to do with taking people who were

seriously handicapped and disabled.,, who were not eligible for DVR
services p^ar se because they did not have a. clear vocational goal and
objective and may na^^r- be able to have a. gainful occupation^ but they
could work and do other kinds of things.r they could become more

independent in their life styles they could help others reach

independence« So this was ona of the par-^s of the act that «.ue had a.

discussion« Dr Swanson asked me if I would try to do something about
it.r so first thing I did of course.r «.uas set up a committee and an
officea Then I set up a. statewide committee.,- ha.If of whom had to be

either consumers or pro^idars.r and we had three or four meetings.

There was a. very short time element to draft a. who le proposal and get-
it into Washington for funding- We started «.uorking on it sometime

around 1st Dec 1379.r we had to have it submitted by March» We had to

have a committee that would review it.r give their ideas and so on. We

did set up a. committee.,- we talked to them about the problems of the

state and because they were consumers and providers they were most

knowledgeable people. Their ideas were that we really ought to do

'\^J something for the people in the rural part of the state.r nor—thern H&w
M e x ic o .r u.ih e r e t h e r e w e r e v e r y f e w s e r v ices ... n o t m u c h t r ans p o r t at io n .r

lots of people who naad to be identified..- to whom they thought we could

g iv e s e r v ices. S o w e s t ar-1e d w it h t h is c o n c ept« Ito o k t h e ir id e a:s
and wrote a. proposal and «.ue brought the committee back and let them

review the propose.I.r give their ideas..- then we sent it in to

Washington« Then I followed it up» I was going on vacation with a

personal visit to Washington.,, talked with a. lot of people there. I

visited a couple of centres and looked at what wa& happening. I had

also studied a. long long time ago at the University of London and
looked at the special education programmes and what they war-a doing in
this whole area. aaa»a». »»»»»».» So I just tried to take these ideas

and put it together because nothing works unless you have people to

carry it outa So when u.«e were funded we awarded the contract to the

V is t as .r r e a. Iis in g t h at u n d e r t h e s t ate p e r s o n n e 11 act w e w o u 1d n e v e r

get it off the ground.,- and I think that is a. fair statement.r it is not

set up to act g.uickly or* ~k& sto things a Then W&w Vistas set up

following the contract that was written^- the interviews for people,,, we

had spelled out all the «iue.lificatioris.r what u.»e were trying to do.r how

^w^ we would like to set up a. network of services for severely disabled.,-
getting them involved in helping each other.r performing the kinds of

services not only in rural areas^ but ultimately moving into the

cities.r fllberg.uerg.ue and Los Crusos» That in a nutshell is what we
tried to do.r and I have been $jary plaa^ad with the people we hired.r

dedicated wonderful people and I think this place is under way*
That's it«

Carolines One of the things that she said.r you might really register

it on going back.r I don't know what kind of system you have over there.,-

if it is anything like that.,. Virginia, had a. good point in avoiding that

kind of system and doing it by a. kind of sub contract.,, where you can go

to private individuals to carry it out.r there ara many fewer strings

attached to handling it that way. Vou see.r to set this project up

under the state system.r you would have had to write brand new job

d e s c r ip t io n s x r ig h t r t h e p o s it io n s w o u Id h a.ve h ad t o h a.ve b e e n

estab Iished.,, you would have had to have had eligibility tests .r then you

wou Id have had anybody that wanted the job take the test and get on the

list.r and it is really a. long rigmarole to go through in order to
establish anything. Now once it is there.r it is written and stung .r it

is hard to get rid of it

Going from that point.,. we really had our work cut out for us. I have a

report here which illustrates back to the very beginning.
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JEs Do you intend to involve flIberguergue

Virginias Ves. The idea, was that we would start in the northern

part of the state.,, spend at least a year to a. yaan and a. half

attempting to serve the population and their needs. The next part of

it would be a. small service centre office.,- that would take people that

have the same kind of problems and develop a. network there, probably it

would be a one or two person office.,, but at least co-ordination of

services and \oa*^ inning to take a. good hard look at the «.uho le needs of

the state, ultimately.,, if it would go 3 or 4 years.,, to Los Crusos.

Vou wou Id begin to take a. look at what is needed/ what has been able to

be accomplished^ and also the need to go for more dollars.,, because we

do need a. tota. I network of san1-.^ ices

Carolines Incidental ly, PVR has already asked me if I would like them

to build space for us a They would take care of it.r and contract with

them to do certain kinds of things.,, like they ana already doing

searches for attendants and things like thata It would just be a

matter of us supplying some money to certain individuals there to

operate an office. I think this is something we ought to really look

k^ hea.vi ly into and move a^ soon a^ u.*e can on it.r even though it wa& not
written into the grant. That is something for us to keep in mind

anyway. OK .r u.«e 11 whenever *.ue get started/ there ana several areas

specif ice. 1 ly listed in the grant that *.ue were supposed to take care of.

One was counselling/ to begin with intake counselling/ but then/ on

beyond that/ counselling for individuals/ the family. In our work we

ana concerned with the family of the disabled person a^ well as^ the

disabled person individually. Then we were supposed to look out for

attendant care, this was helping disabled individuals to recruit... to

train/ to utilise/ to fire attendants a^c> needed, and vice versa..,- to

train good attendants, so that they were successful. There apparently

is a tendency here among some attendants, if they come and stay, they

have a tendency to run a personrs life, and that is not exactly the

kind of service a lot of people are looking for

•JE s It is also a matter of training the disabled person to be aware

o f p e r s o n a. Iit y t y p e s

^J
It is personality types I guess that are prevalent in this business

•JE. In Berkeley they brought out the point that it works both i.ue.ys,

the disabled sometimes exploit their attendants

Vet another persons It is different from getting a job in an office

or something, because you have to get into your lifestyle, even what

kind of music you like, just more of a. broad thing to look at

Carolines Advocacy is an important area. The peer counselling.

There is some of this that has gone on, I still don't feel that this is

an ana a. u.»e have got into nearly to the extent that u.*e will be involved

later on, and then IL itself, a^ far a^ the skills ana concerned, and

course 11 irig , tra.i n ing , eva luat ion , the who le to it, hous ing and
t r ans p o r t at io n a T r ans p o r t at io n p ant ic u 1an Iy is a v it a. I c o n c e r n

because we ana a. rural area, the only mass transit system available is

in R ltoerg.uerg.ue and that is it. Then we ana supposed to put "together-

services, directories, to identify housing, transportation, support

s e r v ices a W e ana s u p p o s e d t o toe in v o 1v e d w it h h e a. 11h m a.in t e n anc e

programmes to facilitate community group living, so that we avoid any
i n s t it u t io n a 1is at io n. We ana i n v o Iv e d t o a g r e at d e g r e a u.« it h

education and training of individuals for living in the community,

participating in community activity. We ana involved in many

recreational activities, family support I mentionned earlier, u.»e ana

concerned about fami lies needs, and even friends*1" needs a In other
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words, people that surround that individual in the community, it could

toe the owner of a. theatre, we ana concerned about people u.«ho deal with

the disabled population, so that they feel comfortable, so that they
can set up more improvements in the environment, make accessitoility

possible, so that leaves us in an architectural capacity, which ma ana
t^ery much concerned with. Then there is a. variety of other programmes

and services. Tha thing is, you have to be all things to all people

just about, because of the limitation of staff and because so many

people ana separated, you just can't get them all together to run down

on a. Saturday evening for an activity a

•JE s fire these objectives

Th e y ana i n c Iu d e d in t h e p r o g r amme , w e ana act u ally p r o v id in g s e r v ices

in all those areas

aaaaanaaaaa Virginia, leaves, recommending contact with Jane O'Hearne,

overseas director, Boston ..«....«.«.....

To toegin with, Neiu Vistas got the contract and they found an accessible

building, one of few accessible buildings in the town. «.aaa««aa

^J anaaaa.a. John proceeds to carry on about access to hote Is and
restaurants, from personal experience ....a «««..«.. Anyway, after we

got our accessible building, they advertised for my position and I was

the first person hired in a Then, after a whi le u.«e advertised and

decided ».ue u.»ou Id be hiring all the other staff one at a timea There

is something that is really important, because it did not work, we

learnt what did not work as u.«e 11 as- what did work. We had to have a.

variety of characteristics employed together, a team, so if you have

intentions of hiring a group of people to do anything, you might really

keep in mind what it is specifically that you need in terms of

chanacteristics of those individuaIs. Here I needed disah Ied peop 1e,

we needad Hispanic, Spanish spaaking peop Ie, we needed paop 1e wi th some

real strong professional skills, that could satisfy the needs of the
granta

We had the goals written down, so we had to hire people from

disciplines that would satisfy that need, and we needed one or two
natives sprinkled in there, people that were really from this area, of

K^J the country

JE. How did you get into this

They were looking for a director. After DVR wrote the grant. Or* Keen

wrote the grant, then they sent out invitations to bid to various
agencies. New Vistas incorporated was one of the places that bid. Haw
Vistas received the contract, the administrative staff in New Vistas

looked around to try to find an accessible building and at the same

time they pulled together an advisory committee, which is made up of

disah Ied persons, and together they Iocated this faciIi ty

JEs Where did you find the disabled persons

Fortunately there ana good people on this committee. My understanding

of the m.iay these people were invited to participate was tha.t these were

individuals who were leaders in the disabled community. They were

people who war-a speaking out, who were looking for services and really
advocating for the needs and the rights of disabled people» Some of
them ana the best known people of the state a When *.ue added another

committee member not too long back, ».ue added the person because we

needed something that he had, and from here on out, anybody added will

be fullfilling a. specific need that we have, not a slot for a disabled

penson, a. need that we have that wi11 support the project. That group
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went on and put up the advertisement in the newspapers for my position,

I answered the ad and, interestingly enough, there were no severely

disabled people who answered. So when I was interviewed a a a a a n

Gene. I myself did not feel qualified to direct the programme, I felt

qua.lified for the joto that I ended up with

The ad went out in some DVR periodicals and things like that. It

appeaned in severa.I states actually, it wa^> advertised in severa.I

statesa We put out the grapevine contacts, we contacted all the DVR

agencies, because u.«e feel that somewhere along the way, there would

have been a. crossing of paths, more than likely, with DVR, so «.ue were

hoping that that would help us quite a. bit. Tha.t was a difficult

situation« One of the things I think u.»e have to face is the fact that

there ana K^any few professional severely disabled people in the state

of New Mexico, which, in turn, tells us what our challenge is, we have

got to get these people out and active and educated, so that they can

be more involved with projects such a^ this. The comment that drifted

back to me after my interview was, if only she limped, it would have

been alright

^J .JE s Some people feel it is vital that a disabled person should run a.
programme such a^ this. Gini Laurie says that initially a good

organiser is needed, tout in a. few years time a. disabled person should

be ready to take over. To get something off the ground is not all

tha.t easy, especia. I \.y here

Right, and you really get into a. whole area, of philosophy there, which

«.ue have bounced off the walls and upside down and sideways. Part of

this is a personal feeling that I have more strongly than some of the

rest of the staff. I feel if you have to select a person because they

ana disah Ie d and n o t bec aus e t h e y h a v e s o m e t h in g the p r o j e c t n eeds ,

persona I ly and profess iona I ly , then you ana d i sen i m ina.tirv^, you ana
creating a. difference between two people. From here on out, when u.»e

hire in it will be for qualified individuals to satisfy a. need with the

project. Vany "definitely we will want to keep a. balance of disabled

individuals, if u.«e lose some of our disabled staff, we have another

professional position open up, and u.te feel like ».ue have sti 11 got to
get that representation in there, «.ue will keep looking until we find a

person who is not only 'disabled, but who is qualified to take care of

^J that job« I think that this is going to help us« It really does
a Iim in ate t h e d is c r im in at io n a^>p e c t« I w a^> r e a. 11y d is t u r b e d , a^ I w a&

telling these guys, quite recently I went to Houston and met with

directors of CILs from all over the United Statesa I saw so many

ind iv idua. Is there who were d i rectors of CILs, apo Iogis ing f or the f act

that they did not have a. disatoi lity. I can't quite see that, I don't

have any apologies to make. I think it does come to the question of
what is important. I realise that our phi losophy is not everybody's

cup of tea. But it is important to recognise what you ana sayirv^n
If you say that a. person has to be disabled to be a. director, I would
reaIly strong ly d isagree«

•JE s There ana a lot of very qualified people in Berkeley

I would personally question the kind of perspective that you have if
you have a. total disabled staff. I worked in institutions -Par years,

and to me that is a. form of institutionalsation, because I think you

need a broad perspective. Vou learn the communication, you learn the

tolerance, the patience, the understanding, you learn to communicate if

you have got the mixture. Vou don't have those opportunities to learn

if you ana segregated

JE. fit least half the people at Berkeley ana able toodied
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I am glad to hear that

•JE s They want a. normal working environment set up and they see that
environment a^ a. combination of able bodied and disabled working

harmoniously together. The key positions they feel should be

disabled, couselling, a disabled person can teach a. lot more than an OT

Genes Ves, because OTs ana trained to have people dress themselves,
do a^> much of the independent stuff a^ possible, tout what they don't

think about is, if I am going to get up, completely dressed by myself,
I have to start at 3 in the morning

JE3 Ves, after such a severe injury, you ana left your head, and you

have got to use it, and if you ana going to waste such a lot of time

just to get out to work, you ana wasting valuable time

Genes Some of the myths about us not being able to find employment,

you get up at 6.88 am and get yourself dressed, no matter how long it

takes

There was a book called Karen, written about a. CP girl that grew up,

M and when she became a. teenager finally had to face the question, do I

want to spend my time learning to be a professional person, or do I

want to spend it learning to be a good wheelchair driver. I think

there is a lot of reality in that. There is such a. tremendous need

from both sides of the fence. We have tried really hard to maintain

that kind of balance. There is a. very neat pragmatic dimension that

comes in I think when individuals «...««.... end of tape- «.»«««.»«

We spent the first five weeks of the project in in service training,

and this is another thing that I think u.«e would recommend

Gene s ««»««« ......... «.«•««««.. we all wanted to know everything

there is to know about working with our anticipated clients, so we

sought, the professionals, providers of adaptive aids, nurses, rehab

staff, all the different places we could think of that ana working with

the handicapped, u.«e set up appointments to come round and talk with us

ahout working with the handicapped, the set ups they had, the services

tha.t they provided, the mistakes they had made and the things that they

had learnt, what they could recommend to us. It took a. long time, but

{^J boy we learnt a. lot

We kept ^any quiet during that per ioc-l about the fact that we were in

existence, because we knew that we would be inundated with people
calling for services, and we did not feel really adequate at that point

to start, so we ^any quietly went about our business and did not let
out the publicity on the project until we had already been working for

about six weeks or so, then there- was a. great big aritcle in the

newspaper. Tha.t worked K^ary nicely, we were glad that we did not
broadcast ourselves, because it would have created some tension I think

in the community, people calling and saying, well when ana you going to

give your service, why do I have to wait for six weeks whi le you get

through with your training, if you don't know what you ana doing then

why ana you in business. Again, an important area, in here to

approach, we had a. lot of territory toeover, and we felt that rather

than going in a. multi disciplinary approach, or inter disciplinary, we

had better go for trans disciplinary. I don't know whether I

descritoed this the othe day or not« Trans discip Iinary means that

instead of sending a team, a^ you would with an inter disciplinary, you

might send a psychologist and a. rehab specialist together to do

something, we send one individual who has a. base of skills. This

means tha.t each individuals on the team, through the in service, is

trained to have the base of ski lis in our area, such a^ rehab,

counselling, training and a. variety of other areas. fls long a^ the
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problem is relatively uncomplicated, they can taJ.<e care of the needs of

t h at in d iv id u a I, o n e p e r s o n c an» If t h e n e e d s are c o m p Iic ate d , t h e y

can come back and saw r hey Jeenette*- I naad somebodv *.uith a. nursinq

background, this is more involved than my expertise will alta. This

has really gotten more staff mileage for usa It works very we 11 to
send one individual to see any client that comes along, and size the

situation up, but we have always got the reserve in speciality areas.

So for development in rural communities this is something real serious

to think about«

It asks a lot of staff, and I think that it is only fair that staff

coming on board understand what it is that they ana going to do. For

example, if you have a nurse coming on board and then she does not want

to do anything but nursing, then she does not belong on a. trans

d is c ip Iin any t e am , and t h e s ame f o r any o t h e r p r o f e s s io n

.JE s How do you manage for transport. Gene

Genes I deal most with the local area, so it is not so bad, mostly

when I go out in the field it is to other agencies to get referrals, so

i j it is not very often I ajYi going to see the c lient

Someone E Ise s We tend to work in a. particular county rather than all

over the place

find that county comes to identify with that person, rather than having

five different names of people that come in and outa If you look on

page 16, the top is just kind of housekeeping deta.i Is of what u.<e did,

things that have to be done, and I won't go into that« I would

strongly recommend from the K^any beginning of a project, be sure that

you really get onto your record keeping, your inventory lists and

things like that, just start if from the beginning, because if you have

to go back, and you will later on, and try to retrack all of tha.t, you

t.Mill go crazy trying to remember something that happened, so it will

save you a lot of time if you get your record keeping systems lined up

before you actually provide services- In a minute I will come back to

tell you about data collection, because that is one of the areas you
need h-q set up, ideally before you ever open your doors a fls you can

see, I did visit another IL centre, so I had a. better idea, of «.uha.t wa*z
(j happening some other places, and pick up some ideas* The people at

Hale Irwin, Colorado were really very nice and very very helpful- I

am so thankful that I had an opportunity to go there« We had to

in t e g r ate o u r p r o j e c t in t o a. t o t a. I p r o.j e c t, w h e n e v e r N e w V is t a^> t o o k u s

o^an.r so there wa& a. number of things that had to be done to accomplish

that a We had to make it very clear a^> to how ».ue would functin within

the total New Vistas programme, because we were a part of something

that was much largera Then we planned and initiated the staff

orientation and initial training, this is pretty much what we have just

covered, so I won't go into that in deta.il* Then u.«e put the whole
staff together , the deve Iopment of th is proj ect f rom tha foeg inn ing ha*>

been a team effort, so we all sat around and u.«e divided the project

into pieces, we said OK we have got to provide all these services, how
ana u.»e going to go about it* We started from the beginning and broke

the entire programme* into segments* These ana the segments that we
came up with* Each of these segments represents something that we had

to do in order to put the puzzle together to form a project* We had

to talk about phi losophy first, we had to come to some agreements a^ to

what we luere talking about, we ha.d many discussions, there were a. lot

of misconceptions« When one staff person says he is going to do an
evaluation. Gene wa& sayirv^.r well that is not «.uha.t the disabled

P o p u Iat io n n e e d s , t h e n t h is o t h e r in d i v id u a. 1 u.«a^ h a.v in g t o d a f e n d w hat

it meant, we went round and round this on semantics*
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Genes It was really good* We had a lot of things *.ue had to work

through, «.uhe.t our phi losophy was, what ».ue wanted to provide, who u.«e

wanted to reach, and to continue tha.t process throughout our growth, it

was '%^any important

Someone E Ises I was not here yet, so when I came I had to fit in

The requirements tha.t we made of each staff person coming on board wa&
a. willingness to talk openly and frankly with each other, no matter how

sensitive the issue, we had to be able to discuss it, and if a. person

was not able to discuss it, u.«e would tell them that this was not the

team to be on, you have to be open in this business, and thank

goodness, the team really has functionned that way

•JE * So how did you fit in when you came a. bit later

Someone Else* I had to fit in to the philosophy, I think that wa& the

first time I was interviewed, but I fit into it real good because I

agree with it *aaaa*

Nothing is written on stone here either, a^- society develops, a^ u.»e

M develop and see necessary changes, u.»e can adapt* It is not a^ if

everything is so static that u.«e can't deviate* Maybe some of the

things we think right now, «.ue won't think ten years from now, but this

is the stage of development that u.«e ana in, at least we ana united in

what *.ue think* That is again important for a team, if you have got

one person going out for example and saying, hey everybody that is

hired in here ought to be disabled and there is a -Paw RBs floating

around among the staff, then you got somebody else going out and
saying, oh u.»e believe in a balance,you have got a. dichotomy in the

community, with this group that does not know what they ana all about*

So it is important that you get a. group together and agree on what you

ana doing and then support it, till the total group makes a. decision

that you ana going to change something, then when it changes the whole

group changes at that point in time* Then we talked about our
management policies, procedures* This does not sound K^any
significant, but it is probably one of the most significant things we

did, a^ to how do we approach thingsa For example, if something does

not go g.uite right or there is a. question, what is the line of

authority, what do you do to communicate your need if you want to get a

\^' change made or to get listened to* Well you go up the line, rather
than starting at this point and jumping to the executive director, that

does not make any sense* We talked a. lot about communication,

protocol and things like that, so that we u.«ou Id all feel comfortable
dee.ling with each other* Then we really got into the services, the

types of things that we would offer, you can see the list, and we
talked about how we would offer them, and we talked about who on the

team wa& best qualified to handle each of these service anaa^u One of

the first responsibi lities that the staff had wa& to write their own

job descriptions* We had a loose job description when people came on

board, then we sat down and everybody became very specific a^ to their

o w n p e r s o n a. 1 j o b»

JEs How is the management constituted

Essentially what we ana saying here is how i.ue manage our project and
our affairs, how the team has agreed that we will manage our project

and how it functions,understanding that we have an executive director,

that we must answer to, and that the executive director has a board of

directors, who she has to answer to, so it filters down, therefore

there ana limitations on some of the things we do, we can't just go out

and do anything we want to, we have to clear anything unusual with the

executive director, who then in turn might have to clear it with the

board before we can have- a. final decision on what will occur
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Genes We mentionned the advisory committee earlier, we confer with

our advisory committee, which is made up of disabled persons, experts

in various fields, to make sure that «.ue ana doing right

To clarify the 'difference between the advisory committee and the board,

there is two very different functions that ana satisfied there, which
you may need to have two committees on yourself

Genes The board of •directors wou Id be a. New Vistas operation, these

would also be responsible for »«««»«*»» that grow from New Vistas,

whereas the advisory committee would OK the policies that we follow,

they make recommendations which we can accept or, if i.ue have done more

research in that field, find maybe that we cannot meet tha.t need at the

moment, we acknow ledge that that need exists, they ana more in the role

of consultants for what the needs ana and how to go about filling those

needs, wherea^ the boand of directors is rea.11y administrati ve

Someone E Ise s The board has to cover all of New Vistas, which is four-

programmes, we ana one of the four, and a& being one of those four, we

have an advisory board and they advise us, but the board e.dvises

ii everybody

•JE s What ana the other three

Genes Disabled adult workshop, day care programme and a. pra school

programme

That is why it is important to have an advisory committee with each of

the individual branches, so that we get some real attention from an
advisory committee* The board just knows generally what we ana doing,
they don't know the detaiIs* But our advisory committee ana really on

top of what is going on and can say, hey I think you need such and
such, have you considered such and such, they can be more specific*

Programme development, how ara we going to do our programme

•development* By the way, in hiring your initial team again, remember

the first people that you hire better be leaders and better be

innovative people, so that they can really pick up the ball and carry

it K^ary K^any well* Giving the staff a. lot of freedom in that area is
ij K^any important, so a^> long a^ you ana sure you have hired the right

people, we were %jany fortunate because we have excellent people in each

of those slots* Then we talked about the services a little bit and
the final thing wa& staff training, now staff training did not g.uit at

the end of five weeks, we have on going in service training*

Every other week we have somebody that comes in and does 45 mins to an
hour of in service training* We have done it in a. variety of areas

now and you will see listed the kinds of things that we receive
training in* Vou would be surprised at what your needs anas you ana
working a.long and all of a. sudden you realise that you have got a real
deficiency in an anaa. and you need somebody to come and give you some
e x p e r t is e in t h at ana a.*

Identification and outreach* This is referring to -finding our

clients« These people ana not that easy to find, and they ana not
sitting there waiting with open arms, some of them bar the door when
you get there, and especially here in northern New Mexico we ana
•dealing with multi culturism, which is not necessarily an aa^y thing*

Data, collection* This is really a. very important area, we ana so

thankful that from the beginning we did go ahead and design data

collection forms, which we can give you samples of, that will take care

i
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of the '-luest ions that uje neec^ to ask

JE s I have a. conflict about this identification thing, some people

just don't want your he !p

Genes Vou can make yourself available, if you ana patient, try to

get them through, it is a. stage of development, still, i-f they get

through it, they ana going to know where you ana

One of the things u.«e had to face from the beginning was that u.*e were

not in the business to change cultural things or personal values* We

offered a11ernatives, and if paop1e accepted those, fine, if they did

not it was their business, but u.»e would keep a window extended, so if

at a later time they wanted help, we were available, regardless of when

i t occurred

JE s This thing I am talking about is a. cultural thing too, he was
WeIsh *» » « « « « « Some peop le want help but can't get it, and other peop le
just don't want help*

That is interesting to hear you say that, because that kind of verifies

^J where we anaa ««*»**«»«» This is the ^any first form that is fi Iled
out, this just gets kind of name, address and serial number, just very

basic kinds of information, this is the *>jary first thing that >.ue do*

Then, if the client needs more services, that is if we don't satisfy

them on the first go round, we need to know more about them

a a a a ,4THPE OVER I»

0*****8 ****** who is he and what ana wa doing with him, what ana
his plans and everything* This is the way each client contact sheet

is written up* We try to design them so that they ana aa^-y check

lists, l^ary quickly they can be checked off* »*«**«» It is the same

deal a^- the client contact, if you ana going to go out contacting

social service or some other agency you need to know who it was you

contacted and have some record and again, it is K^any simple to fi 11 in.r
we don't want anything that is time consuming* Now, on the basis of

collecting this data we can tell you how many blind Hispanics we ana
serving in Mora County who waan aan nin^s in their right aan« We can

get very detailed a^> to what our statistics ana by this simple method

of data collection, but it is important tha.t everybody keep up with

\>w/ these sheets* I will point out the statistics to you a. little bit-
later on, but in a. nutshell we have documented data of contacts u.»ith

462 clients , and u.«e h a v e c o n t acts o f aho u t 16Q 8 c o m m u n it y e.ge n c ie s«

If anybody says, how do you know this, u.»e have got stacks of these

sheets, u.»e can show them our records* Confidentiality is extreme Iy

important to us and we ana K^ary careful that u.»e do not divulge client

names or the business of the clients, we hold this a^- sacred* To get

any information about a. client, we insist that they sign a. release

form, to give out any information we insist that they have to sign a

release form, so this is the form that we use

JEs In England the problem is not being able to gain access to files

ahout yourse If * Who wants this informat ion over here

Vou would be sunpnisadx insurance agencies have badly abused people,

they have written and tried to find out information* I don't know how

it is in England, but over here there ana some prejudices, say if a.

person has received a. lot of psychological help, an employer can say, I

don't want him on the staff, he is crazy* They give them a hard time,

s o w it h c o n f id a n t ia Iit y n o b o d y k n o «.us aho u t t h e s e c o n t act s u.» it h a.

t h e r ep is t o r any o n e e x c e p t t h e in d iv id u a. I h im s e If, and it r e a. 11y

protects the patients, the clients, from being exploited* I as\\ more

c o n c e r n e d aho u t p r o t e c t in g an i n d iv id u a. I' s r ig h t s t o p r iv acy t h an I am

worried about being sued, it works both ways* It is important to
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respect that pnii^a.cy« I think the United States has just been grossly

negligent in that area, they have just thrown open people's lives and
really demolished them a^> the result of things that they have said or

dona.r information that has been for example given by DVR to an
insurance company or to a. physician and vice versa* There has been a.

lot of problems with physicians, at one point in time giving

information from one doctor to another, from one agency to another,

w ithout the c 1ient hav ing perm ission«

Genes If you were my client, there is no way anybody outside this

agency would know anything about you* In order for us to tell them
you would have to sign one of these forms, that way we could say, sure,

you to Id us to

If a friend of one of our clients came in and said, hey, I heard that

Jo is attending your support sessions a^any week, it seems like it is
really doing him good, how is he reacting in the classes, we can't even

acknowledge that he is a client, we don't discuss it* In a nice kind

of way we would suggest to the individual, maybe it would be best to

discuss this with your friend rather than coming to us ******

^J- ****** in so many counties needing such and such a. service, housing or
transportation, and we can prove it, and this helps us to support our
needs so that we can go after different kinds of grant money

JE s Do you have an expert on grants too

We ana just getting into this area now* With the federal cut backs
that we have had, I am sure you have been hearing about them

JE s What about what Raa.^^n did last Thursday

We ana not sure how that is going to affect us* The last word we had

is that we ana going to get our full funding, and we ana just hoping

and praying that that does not change, but u.»e don't know for sure yet*
If we don't get our full funding we will receive the same amount of

money tha.t we received this past year, that is the worst thing that can

happen* When you cons icier the increases in staff salaries, you ana
still talking about operating on a. lower amount*

w^ Pub lie relat ions, Commun ity services, advocacy , nat iona. I resources,

funding, those ana all the areas we had to look at a^> components*

National resources is what is available in the United States in this

area, IL centes and so forth* Then we go on to number 7, where we

hired the IL consultants. That was Max Stark loff, that is what that

is referring to* We paid Max, they were a delightful couple, they

were really *^any helpful to us because, interestingly enough, the

staff's first day of work was the day that Max came a^ a. consultant to

the progrmme* It was kind of neat that everybody kind of got the same

introduction to IL at the same time* It wa& a good way of starting*

They were pointing out lots of things to us, it was really helpful to

have them at the beginning of the project, because they pointed out

pitfalls, things for us to look out for* The data collection wa:s one

of them, they were going back and still trying to find statistics that

they had lost a. long time ago* They really were K^any helpful in
telling us what to avoid a^> well a^ giving us suggestions* There wana
some of the things that they went over that we just really did not get

into with them because there were some things that would not work in
N e w M e x ic o , if t h e r e is any p Iace t h at is d if f e r e n t it is N e w m e x ic o ,

there ana just certain things that will or won't work here, and wa had

to realise tha.t in what they were a.dvising us, wa had to sort it out to

see what would work here* Coming from a town and then trying to put

it into practice is sometimes di fficuIt
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Genes The differences ana mostly cultural, respect for the extended

families* There ana some political issues too, you really have to

k n o w t h is ana a.

Number 8 is the data, collection system, luhich we have already talked

about« Number.9 is c Iient conf identia. 1ity guide 1inas, we have ^aY-y
specific rules that we go by on that, we handle the files in a certain
way, ^ary cautious with the f i les, so that f i les don't remain out on
desks* Number 18, we shaped our project phi losophy, which recognises

the needs for a^any disabled person to make his own life decisions and
participate in the determination of events surrounding him, and

recognises the needs of non-disabled and their plight to overcome

apprehension, ignorance and discomfort in dealing with handicapped

f r iends or stran^ars« Empha^ises a posit ive gen11e approach towands

awareness and involvement of the non—disabled community* We talked

about that a. little bit the other day, we ana pnapax"ad to go to

whatever lengths we need to in applying pressures in order to advocate

for san'-j ices*

But we do believe in starting gentle, building up, because of the type

of environment that we axn,a living in* The people here usually respond

iKmJ better by starting gentle* The next point emphasises the teaching
rather than giving approach in pro^idin^ services to disabled, so that

a disah Ied person acti ve1y participatas in sacuring his needad

services* I don't know how this is in England, but the we Ifare system

here has worked some real disasters on our population* We literally

train people to extend their hands, for handouts all the time, and our

phi losophy is we need to work people through the process of obtaining

it, rather than just handing it to them on a. silver platter

JEs Disincentives, do you mean, or the charity ethic, do gooders

R ight, ^ary degra.d ing»

Genes It is easier for so many people to be on welfare and accept

those ethics, rather than go out to work* They might even lose some

money by doing that

Vou hear this all the time, I can only make $75 a month or I lose all

my benefits, which is unfortunate* But what we ax^a talking about here
\^J extends even beyond the money, it might be, say, a. person says, my

wheelchair is broken, repair it* We don't just walk out and do a

repair on a. wheelchair, to begin with we don't have the money* We

work with that individual, to raise the money if necessary, contact
some civic groups or something to get some money for wheelchair repair,

we help the person make the contact with a. repair person, and then we

are '.Milling to work however we need to in between, a^ a liaison person,
maybe even in carrying a. chair to the place that it is going to have to
go, whenever we axm-a making a trip that direction, but we don't just
pick up a wheelchair and deliver it back on the doorstep, we feel that

people need to be a part of securing services* Tha.t way they can go

back if we ana not around, if anything happens to us and know how to do

it next time around, we won't just leave them high and dry* R lot of

people in this state don't know how to obtain services, and they have

so many run arounds with red tape, it is too much for them, and so we

are trying to make this a teaching, training process*

flv o id s d u p Iicatio n o f s e r v ic e s b y o t h e r age n c ie s , p r o m o t e s a.

co-ordinating supportive role wherever possible axid attempts to fill

gaps in current community services 'delivery* We are not into doing

axiy service that ax'iy other agency can provide* What we will do is

refer a parson to another a.^ancy,, Now if that person has a gripe with

that other agency, ax"\d says I don't like Mary down at social services,

I'm not going over there, that is his tough problem, because I am not
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setting up a. separate agency, so we are very careful that we don't

duplicate services that ere available other places

JEs What areas does duplication occur in

Genes * * » * helping a. person become emp loyed or getting social

security benefits* People who become disabled and ere unable to work

because of disability, you find social security may not be getting him

benefits right away or not at all* He says, how can you help me out,

so we wi 11 see i~P they have looked at it *** ******

We have what wa call professional door knockers, who know how to play

the agencies, not a. bad business*

OK number 11* Explore the possibilities of trade off services with

0 t h e r N e w V is t as p r o j e c t s , t h e r e is e x p e r f is e in t h e o t h e r for axic h e s o f

New Vistas, so we try to find ways and means of trading off some

services and facilities in order to broaden our spectrum*

Number 12* Conducting the following in service workshops, this is

what I alluded to earlier, you could look down and see all the things

\mJ that we have provided in service to this point in time* I ax\\ going to
call your attention to something, at the very bottom down there, task

analysis, ax"-a you .fami liar with this* Task analysis is taking axvy
task that you do, like picking up this penci I, breaking it down into

its K^ary simplest component steps, so tha.t you can teach another person

fo do it, so that you can determine what part of that task it is that

the person can't do. Maybe the part that the person can't do is ^na^-p
the pencil, with the pencil in his hand he can lift if all the way up,

we have isolated then where the problem is, the problem is not picking

up the pencil, the problem is grasping* Task analysis is breaking

anything you do into its simplest parts* We do specific staff

training in this because it applies to everything youdo in life* If

you ax^a going to design a. new project, then you need to do a task

analysis, say the first thing I have to do is « « « contact so and so,

then I have to rent the room, then I have to do such and such* This

process that we have just been through is a. form of task analysis, and

1 highly recommend a. staff understanding'that concept* If they do,

then they can plan anything in the world and be successful with it, but

if they don't know and understand that process they will always have

iv—i difficulties. Vou will find people who don't think far enough ahead
of consequences, and they will find themselves in hot water because

they did not think the task all the way through to the e»ric^, to say well

i-f I do this it means that I am going to cause myself trouble down the

road here* That is «.uhat that is in there for*

13* We have not heard axry outcome of this- This is the inter agency

living initiative, description and plans* This is some money from

Washington that wa& coming and apparently dried up before it ever got

here *

Then, to go on to number 14* We have served 462 clients, received 462

referrals* Vou can see how this is broken down, the type of

disability, the number of clients served,again, all this came from our

data collection system* By the way, we ax"-a getting a. computer, and
Gene is the one responsible for this MIS system* The information was

there but he had to go through ax"id hand count it, with a computer it

will take no time at all-

Genes If we handle the stuff by computer it will take no time at a.II-

The computer system will keep track of all our clients, the type of

disability they have, the counties they ax-a in, which «*»«*«* is

working with the parson„ The systems we ax"-a down to ax"-a IBM and the

Fipp le computer
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Ma ax"-a encouraging Gene to undergo some professional training

JE s tha.t is axi area of employment

That's a big thing in the United States-

Genes «««»«««* there's so many community agencies working in that

county, we have been able to do a lot of outreach* The other counties-

are so rural

-JE s Which one is that

Right next to TuIse

JE s Why ax"-a you getting so much from that one

Genes Partly because of the size, and partly because of the community
programmes «»**»«»«* they have really been he Ipfu l« fl lot of them

have really good records too* Some ax^a just excellent, it is really a
pleasure to go through their records

We do have access to DVRs records, because they ax"-a sub contracting out

of their agency, therefore wa are under the same umbrella, and can have

access to their records- This is a real advantage for us* Rt that

meeting I attended in Houston, the majority of people there had just

******** * » » to get DVR agencies to co~-operate* Here our agency is
just really bending over backwards to help us

•JE s That would foe K^ary difficult in England

Genes Rs far a^> the community contacts go, the organisations that we

ax"-a working with «««»« *»««*«»«» and of tape* »»»«««*««*

Genes ****» We offer a. number of different services, wa would like to

do that, tout there is one particular client, and they ax^a going to

court, and we provide an interpreter to make sure tha.t the client got

all the rights that he u.tas entitled to, made the court aware that the

person was deaf, so wa have toeen dealing with a. number of cases like

K^s that

Carolines The courts officially assigned him to us, to do

communication skillsand something else* He is supposed to learn how

to use a TTV

•JE s Do you have many sign language interpreters

Genes One of our staff can do sign language, tout wa do keep in touch

with the deaf registry in R ltoerg.uerg.ue and they wi 11 have a. list of

people all over the stte that can do this sort of thing, so if we need

someone we just give a. call

Carolines They ax'-a available, their services ax"-a -fraa.f any time

anybody is gong to a PTR meeting, that is a parent meeting at school,

or anything like that, there is a. service that is a.va.i lab le to them

there* We kind of act a^s a. cata. lyst to get those services sometimes*

So many people in the deaf community don't understand what is

a.va.i lafole, and how much their lives can foe expanded toy taking a.dvantage

of some of these things, they ana I think a. little reticent to toe

invo Ived

One person lives toy herself and has notoody, no friends, no one to

really relate to- It was really guite en experience for her to get
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out axid talk with people, other people who were deaf

0K« 0rgax"iisa axid ini tiate pufo Iici ty f or the project» We ha.ve done
some on publicity, wa have got a. lot more wa have got to do- This is

axi area that Tom is responsible for* Tom is responsible for our

community, he is a. community resources co-ordin-ator so he is

r e s p o n s ifo Ie f o r c o m in g u p w it h s o m e c4 ir e c t o r•ie s , f o r c o m in g u p w it h

P u fo licity c o n t a.ct s and s o f o r t h

Toms What I have not dealt with, is radio stations* We have had one

radio station come and interview our staff* We just pretty much went

over our programme, they interviewed Gene, myself and Caroline, and

then they aired it on the weekend three or four times Saturday and

three or four times Sunday- I don't know if I told you that I have

gone to one State Senator and one state representative and talked to

him about the programme, and what is real interesting about that, is I

go and I exp lain to them what we axma doing and talk a. little bit, and

at the end, when it is about time that I should go, they say.r well, how

can wa help now, what is coming up in the next session of legislature

that I should support, is your programme ««««»»* I say, no, we don't

!•-,!£»!»£{ your help, wa just wanted to let you know that wa were there, and

>*-^ they really get excited on that, it is a real pleasant surprise, then
they sort of re lax

Carolines By the way, in these contexts Tom, if this is not

happening, one of the things you could tell them, is that i-f any bills

do come forward and they have guestions about the validity of them or

the need, to please call us and wa will supply axiy information we can,

let them use us as resources,instead of us always approaching them*

We could supply them with statistics on a bunch of things

Toms One of the things that I was telling Gene, he u.ias calling some .

3 oj,r»|.-fc ie s y e s t e r d ay f o r r e f e r r a. Is , axid wh at I s u g g e s t e d i s , in s t e ad o f

just a^U.in%{3 these people for referrals, ask them if wa can go talk to

them, foe axi in service* That is kind of the way I have beenh doing

it, but sometimes we think of a. certain agency, we have not contacted

them* The initial thing is get a. hold of some referrals, we could foe

a. little more impatient about it and schedule some things, he and I

wi 11 probably foe doing en in service together* I usually go out and

do it myself, taut occasionally Gene and I will tae going to do it* Now

^m^ Jeanette and I have foeen doing it a^ a. team, in Los Va^a^- wa did axi in
service for a. nursing home and that was rea. I positive* -Jeanette had a.

client in the nursing home, so wa went in and heard the sta.ff side of

the problems, so we ana sort of acting as- axi in between, and we made a.

good enough impression that they want us to go back and do some more

staff development, they want us to do a sexuality awareness thing, axid
she now u.«i 11 tae doing some of that and some of the other ***** ***** wa
will tae doing one Nov 7th* That is really a good combination of a.

disabled person, an able bodied person, Hispanic Rng lo Male, axid that

h a^- w o r k e d o u t r e a I r e a.I w ell*

Carolines Why don't you speak a little about territorial rights, he

may run into this

Toms I guess that is another big reason u.«hy wa go about it the way wa
dox because for example. Gene called «*«»«««

Gene s leal led the Soc ia. I Secur ity D isah i Iity Term inat ion Un it,

R ltaerg.uerg.ue, they get advocates for Social Security, they have a.

medical examiner, axid this unit will determine whether or not a person

does gualify for Social Security, axid a number of the people ax"-a
disabled, they could really use our help* So I called down and asked

them if they could give us some referrals, and they said, well we don't

oiive referrals to anyone* It is kind of strange, because I wa&
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looking through some records and DVR get a lot of their referrals from

you, and they sa.id.r Oh, well, we have done that in the past, but you

wouId need to speak to someone e Ise about that

Toms The initial reaction is they are ours, we don't do this- That

is the reaction I axfi sure a. lot of them have, and that is why you

should sort of leave it wide open at the beginning, axid just tell them

a. little bit about your programme, then you sort of work around into

the referrals, make yourself available and sort of ask, when can I come

down and talk to you, and once you get there and they understand that

you ax^a for real «»»««« I don't know if I told you that we ax-a ^any
slowly starting to get into the state penitentiary, that came about in

axi interesting u.*ay« Before I came Gene sort of made some contacts and

mailed some stuff out, and he mailed some information out to the

warden, u.iith a letter that was written toy people before I came, telling

them that we would toe doing a. follow up later on- I was- going through

the list axid I came to the state penitentiary, and I thought that is

not priority right now, they are not going to have anybody that is

severely disabled in a. penitentiary, so I went on to the next one, axid
it turned out tha.t axi inmate wrote to Caroline and she wa& gone, so I

saw the letter and I thought it wa& important tha.t I go ahead and do a.

^J follow up to that, so I wrote the guy axid I have corresponded with him
a. couple of times by mail- I ax\\ going to go see him tomorrow now, he

was transferred to the minimum security place near flIberguergue, tout in

the meantime I went out and met with the community resources

c o—or d in ato r at t h e S t ate P e n , axid t h e y h ave s e v e r a 1 d is ah Ie d in mate s ,

a. couple of them ax"-a the result of the riots they had there a couple of

years ago, really a. pretty nasty thing, so there is a. couple of people

that came out of that «.uith permanent disafoi lities- So what I axa going
to do is do axi in service for all the case managers, so the case

managers will have a place to refer their disabled clients

Carolines Ma were surprised to find out how many disabled persons
were in the State Pen

JEs It is the same in Berkeley- Somebody who left the CIL has now

become director of the disabled inmates programme, there ax"-a S88*

Some had gone into it disabled, tout a lot had become disabled since

they were there, a. lot through injuries inflicted upon them by other-
inmates, you na^an hear about that

^
Toms In PVR newsletter there wa& a. little advert for a. motorised

wheelchair out of Arizona, what happened is this guy u.«ho is severe

enough to need a. motorised wheelchair got convicted of something and
they don't alloiu his motor ised wheelchair in this prison, so he wa*>
trying to sell it* There is good and bad, the good is that they ax"-a
not discriminating, the bad is that they have kind of put someone in a
pretty vulnerable position* I asked the guy out here if that was the

case, what if I did something and I was rolled in there, would they
gang up on me, I can't defend myself* He said no, in fact it would

probably be somewhat the opposite, they would look out for you, because

he said they have a fellow there who is on the second floor, he uses

crutches, he got his ankles blown up during the riots, and they carry

him down the steps* He said if you mind your own business, sar^a your
time and keep out of people's hair, they will leave youa. lone* If you

have got a. big mouth and open it too often, they will do something* I
axil not sure i-f I believe all of that yet, but it wa& interesting

CAro lines Anyway, how we got into this was the fact that there ax"-a a.

lot of agencies who ax"-a '^any possassi^a of their clients, very

suspicious of our service, look at us a^ i-$ wa are getting ready to put

them out of business, trying to tae in competition* So that is why we

try to explain to people that we take a. supportive role to what is

already going on, we will refer our clients to their agencies for
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services* if needed services do not exist then we wi 11 try to

encourage appropr iate agencies to deve Iop the services, rather thaxi us

doing it- If that does not work, then the final step is that we will

try to tae the ones that fill that gap, for at least long enough to get
something going, and then hopefully another agency will pick it up-

So wa ax-a always in the process of moving on to something else, leaving
other people tending the fires in other places, this again helps us get

mileage out of our staff, it keeps us from stagnating tay providing one

ki nd of service*

Now there might come a time when that would tae inappropriate thinking,
maytae we should tae just operating a. housing facility or some-thing like

that* Right now that is not our purpose, wa have got to tae all things

to all people*

JEs Do you speak Spanish yet

Vou *.ui 11 see further down here, we have sent some staff to take Spanish

lessons, that is another area where wa need a. lot more*

JEs What about the indians

We do provide services for them, we are making some pretty strong

contacts with the agencies* In fact I just got a call from Diane a.

while ago, she will still tae in medicinal services, the health service

t.uill tae providing for the indians, so wa mjill tae doing a co-operative

thing with the Puafo los

Toms I did some in service with some of the field nurses that went

out, last week **»*»**

JEs That must tae really difficult

On 17- Gene is the one that has been doing this review of DVR cases,

which we talked about a. little bit earlier, and he is going county to

county doing that* Then on IS* This study is just about at
completion, actually there is just one book to be turned in then this
will be finished, there ax-a a lot of volunteers that were involved with
this project, and we ax^a real pleased that we will tae able to put out a.

guide to Santa Fe, through co-operative efforts, the Governors
^J Committee on Concern for the Handicapped will toe puta lishing the guide,

making them aval lable-

JEs It is tough getting around

19* Assisted in launching a. work activities programme for

developmentaIly disahlad aduIts, this is in Las Vegas, this is in
connection with another part of New Vistas, we arranged for a

travelling display of adaptive appliances, we talked about that-

earlier, we began provision of IL evaluations for clients axid their
families* We ax"-a finding that there are a number of people who want

to leave home, particularly we find this among the developmentaIly

disabled, axid the family ax"-a K^any much afraid because they don't feel
they can make it on their own- By doing some systematic evaluations,
whether the problem is retardation or some other type of disability, we
can sort of determine what they can axid cannot do, or ana going to have

to learn how to do if they do wish to move out- We may foe able to

recommend, well this individual is certainly not ready to tae totally
independent taut could function ^any well in a. group home* Vou have
got some concrete evidence there, both -for- the disabled person and the
family, so that it gives them something tangible to work with* So

evaluations have taecme a very important part of our work here

JEs Sometimes the family should tae evaluated a^ well
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That is right* I think this is helping us to get to the fami ly a. bit

better, to say.r hey let go, tae supportive instead of holding the person

back«

Made ax-naxi^aman^s for axi interpreter to provide TV news- this again

has not happened, the arrangements ax"-a all there, it is a matter of a

go ahead for this to become a. reality- Vou have seen the TV screens

with a little interpreter in the corner, this is supposed to tae full

screen, interpreter has full screen, the narrators voice in the

background- It will be a first for New Mexico*

We ta.Iked ahout Spaxi i sh c Ia^sas- We have been ordar ing mater ia. Is 1ike

crazy for our IL library-

Number 25* We established care givers support group, which meets

weekly- This has been a rather successful group* Families many

times need some support axid help, they also, again, through counselling

axid all, nee«:4 to feel able to start turning loose in some areas, and

give their disabled family members a. little more freedom, this has been

a way to taui Id up the confidence to do that* We began work on a

s^ disabled volunteers group* We would really like to see a. well
organised volunteer organisation here in town that is made up primarily

of individuals who ere disabled- We have one person who is coming in

regularly, a. person with MS

Genes There is a. new person, one of Jeanette's clients

Number 28 is important* Organise a comprehensive survey team, made up

of a. local person from each of the 9 counties* We ax"-a here, the

counties ax"-a all away up there and there is a lot of travelling

involved- Who is there, what do they need, what is going on, what is

not going on, what ax"'a the resources, this is really guite a task* To

help get us started in that we put on a team of consultants, part time

people, and we paid them a. package amount of money to find out certain

kinds of information for us, wa gave them the forms we wanted filled

out and so on* They went out and collected the data for us* By the

fact that each of them was a. native to his county,knew the people who

were there, he knew the resources to go to, and it reaIly he Iped us

out* Now these peop le have set up spaal-iin^ engagements for us, they

^w^ are referring clients, and they have just really proved invaluable*
They only work part time, we paid them a. small salary todo that, and

the benefits that we ax^a getting from that ax"a really tremendous, it is

one of the best things that we did- So you might keep that in mind

29- We in it iated ax"'raxigements to prov ide f o 11ow up services to

clients discharged from rehab hospitals* There has not been a. great

deal of f o I low up, on certain needs anyway, of individua.Is coming out

of rehab hospitals, axid wa ax"-a trying to fill in some gaps

JE s What ax"-a the rehab hospitals here

Gene s RosswalI, St* Josephs »**»»«****

W e o r g axi isa c Ia^>s e s in m o n e y m axiage m e n t, s e x u a. 1it y , p e r s o n a I g r o o m in g

and hygiene, job seeking skills* Those are on going classes, wa will

tae providing a lot more of those a^ more group homes open,, There is a

great taig project that is getting ready to open a series of group homes

operating on different levels, all the way from persons who have a.
great deal of independence to people who ax"-a K^any dependent

Then we have already talked about in service training to rehab

h o s p it a 1s .«• s e x u a Iit y * W e t o Id y o u aho u t t h e c o u r t r e f e r r a. I* G e n e

is responsible for the rough draft of axi attendant training manual



Caroline — Director/New Vistas — 18~

Genes There's is two or three sections to tae rewritten ***** »***

We arrange for placement of college interns in IL* Then we made the

commitment to the group homes to organise the classes in IL skills*

That pretty well takes us to the point where we ax"-aa Vou have got to

realise all of this occurred during six months of time, starting March

to right now- The staff has really moved, I feel so proud of

everybody, they have really sunk their teeth in and moved fast, very

independently, they ax"-a living up to the word independence, axid that

makes everybody feel good-

Then, under project plans - There is so much we have got in front of

us, really tuhat is listed here is just some token information, because

there ax"'a so many things that we want to do axid wa need to do- One of

the biggies that we are concerned about is the security of our future*

What ana wa going to do in order to obtain contracts to keep us

surviving, that is going to really tae a. challenge, or we ere not going

to tae in business. This is us, this is kind of where we are, can you

guys think of anything e Ise »-»»*«»

^J Genes One thing I was thinking about, in the case of the interns *«»»
**»«*»»«« «««»»*«**«»* We have got a graduate schoo I programme, we

ax'-a going to teach counselling with axi emphasis on IL* The students

that go through this programme wi 11 be ««***»*»** ««««*«««*«* so they

will get jobs a^ rehab counsellor, they will most likely find work in
ax^aa^ where someone needs a. lot of education in IL, because of the

straight, tasks involved, how to set up axi IL programme*

JEs What has been your main source of inspiration

* * * * we have set out first to satisfy needs, and

then later to compare what we ana doing with other centres

JE s Vou can learn from their weaknesses a^> well, particularly in

management and organisation, but the sar^icas work in some places and
not in others ***** what about wheelchair repair-

It is a. real problem* We see about the places that will do at least

minimal work/ changing tyres, things of that nature* R lot of firms

^> do their own repairs, do their ou.»n we Iding ******* ********* **««*««**

JE s If I came in and asked about hiring axi electric wheelchair, what

wou Id you do

a-n-a -----** ******

on****** ********** there is a. firm that does that, R

& R

Everest and Jennings, that is another bad thing in this country

Toms R possibility for the future is to get some of the civic

organisations involved in that kind of thing. Rotary Club, Lions Club
or whatever , whee Icha.i r repa.i rs or even j ust prov id ing the
transportation to get the chair to R Itaerguergue for rapa.ir» Another

thing to tae involved in in the future is acquiring materials for ramps*
If a. parson is discharged from St Josephs to axi isolated house up

steps, perhaps these clubs wou Id donate the time and materials to make
i t access i b le

Genes going back to the problem of wheelchairs, we do have one that

we can loan out, they can use for a couple of days

find we have access to others- I ran ours out last week and it did not
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work-

JE s In England you can't hire a. powered wheelchair

f\ra you familiar with the Rmigo, it looks like a. little gold cart that
you ride around on- those things ara really neat for people i.utao have
enough movement to tae able to use them, so much more versatile than

wheeIchairs

JE s a. van wou Id tae usefu I here

There is a transportation service here in Santa Fe, which we have

really been 'tapping- It has helped us out a. great deal- It is not

taxis, it is a sort of a. taxi service, something between a bus and a

taxi

Genes Vou call 24 hours in advance *****

If you know you have axi appointment or something, they are available-

We ax"-a getting our own van* Ours is almost finished, they ax"-a
modifying it so that Tom wi 11 tae able to drive it a^- well a^ the atas-

^j tj-^-j: is rea.I exciting, tha.t is going to really help us out, that is
going to greatly expand what wa ax"'a doing

To m s The tax i s er v ice h er e , w a ax~-a tr a in in g t h e d r iv e r s t o t r axis f e r ,

they asked us to put a business phone in the K^axi.r if we have axiy
trouble within a. 78 mile radius we can call them 24 hours, they will

come out axid he lp

We ax"-a just so pleased with the way people ax"-a joining in* It is a^>
if they ere waiting to tae contacted

JEs Do you think IVDP has anything to do with that

Toms There is a. lot of awareness

R lot of things ax"a happening I think, within the last yaax"' there has-

been a. lot more awareness, all over the United States*

Toms We ax"a just waiting for a real rich person to come by and say we

^^ really want to help you out

We have a. lot of commuters, they actually live in California, but they

come here to Santa. Fe during the week, and have lots of money, taut they

ax-a not into giving out money, they prefer to remain anonymous **-«»»

**-------

One thing I would still really encourage in any project in England iss
this is spaa^irv^ from axi ah standpoint, plan the pro.ject to adapt to

the needs of the ahs a& well a^- the disabled population- that is the

key, if you can get over that fear, apprehension, whatever it is that
there is with the ahs ***** »-»»»» there ax-a some very genuine

sensitive needs there to tae recognised «-« an * *

END
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« » a « - a - a a - - a a - a - - a a theP© iS HO POOIA fOP O Id P6CP le.r 1©+. 3. lOH©
handicapped- Month ly I get what "they call a. supplemental social

security, $264 a. month« My son gets what they call Flid to Dependent

Children, which is $124,, Then together we get food stamps, coupons.r
$45 between both of us„ I know to institutionalise me the latest-

statistics Bre $12@0 a month to keep me in a nursing home and about

$200 to put him in a foster home. So they could be paying almost

double what they pay right now.r at least $800... and still be hundreds of

dollars below what it would cost to institutionalise me annually. So,

right now my attendant gets paid $450.r Bnd in the past I have had

couples.r and the woman did attendant care sr\d housework and the man did

the hard work. But my problem there was giving people time off, then

1 we.s depending on friends.r for ever hust Ling to get someone to come

over the *.ueekend so the attendant cou Id have the '.Meekend off- That

just became a total source of stress. So..- last year- Zoe Bnd another

lady.r«.I said would you be interested to be my attendant.r it is time,

the time is running out for the one that has been here a year and I

need to find someone else?.. But Oscar- came up with the idea of sharing

this job between the two of them.r one would do five days.r then the

other '.Mould do five.r Bjnd rotate it back sr\d forth. It ha.s changed my

whole reality, it has taken a whole lot of stress off my life. Now if

[j they ».uere just paid more.*- it '.Mould be a. real liveable situation. What
I would like to do.r is to fly into Washington to testify to Congress in

committee and open hearings/ what is really going on, they have no idea

of what is really happening- They live up there and they make those

decisions and they think what they Br-B doing is what is cracking- I

said to him, you want to get people off welfare, start with the

disabled, they don,rt want to have welfare, we are not charity victims-
We are people with an enormous economic reality, M.«e don't belong in
nursing homes, we don't belong in hospitals, M.«e belong in our

communities- Then sn alternative that is real positive that is

developing in this country is the small group homes for single disabled

P eo p 1e , 1iv in g snd s har in g ex p e n s e s

JE s How many

Three or four, five at the most

JE s We visited one in Watsonvi 1 le, near- Santa. Cruz, but it was based

on the old ethic, two people shared the same room

o

nana

There is one in Denver, called Atlantis, that is working* That is a.

real viah.le alternative for single people, who are going to school, or

have a job sr\d are living in Bn urban area.

JE - Atlantis '.Mas set up by a CIL

My real belief is that people should live urban or rural, in a home, as
norma 1 as poss ib 1e , c lose to norma I as poss ib Ie , do ing m.«hatever f>nyone
else would do, Bnd that it is cheaper to live independent ly- It is
the world cry, I am sure disabled people are realising all over the
M.'orld, unless you bx-b living in India, where you sit on the streets all
day long

•JEs In the third world it is K^Bry different

So, it is not going to be easy- I have got the ear Brid I am trying to
twist it- He may finally decide that I know what I am talking about,
decide he owes something to me, or he may just decide I am bonkers and
M.'rite me off- I am pretty much ready for it to go either way- I
don't understand their logic- I dorrrt understand where, in God's
name, they figured out that what they Br-B doing is what happens- In
th is country , one of my fo iggest frustrations is that d is afo Ied peop Ie
themselves Br-B some of the biggest enemies- Why was I the first
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person to sue my respective state for trying to put me away Bnd take my
children away from me« I know of innumerable situations where women

lost their children because they were disabled,, Nobody wanted to
fight the system« Like one of the things that overwhelmed me was that

I '.Mas*, the first in this country to do it« That was in 1978. I did

it on the basis of 564, because I was a recipient of HEW they were

discriminating against me Bnd saying I was unfit because I '.Mas disabled

<Health Education Bnd Welfare, which has now changed>« Regan is of
course going to do away with the education department

I went to a. conference in St Paul about a year ago, it '.Mas the national

conference for the legal rights of the handicapped, sponsored by legal

services office at Washington DC I was real amazed that my case has

become famous, because I guess it is initiating some inspiration in

other states a What I was most overwhelmed about was that I was the

first, I thought surely someone '.Mould have fought the system before me,

I said I am capable of maintaining my own life, I just need help- I

understand in California, attendants get paid maximum #700 a. month, no

nurses« Here I get visiting nurses to come in and do all the bowel

and bladder cane and all that, so some of the responsibility is shareda

The '.May the state guidelines read for this programme that was initiated

i j by me is that the attendants .ar*e not supposed to do tha.t« They ana
supposed to do laundry, cooking, chi Id care

-JE s In England M.«e are trying to define an attendant, '.Me say they

shou Id da anything »««««««

I feel like if my attendants '.Mere really paid well I '.Mould .just a^ soon

not deal with the nurses, but a.s it is, considering they are only paid

#450 a. month, that means #225 for each of them, I feel like any extra

M.'e could get I like to put it into the house« But if I wa^ able to

pay each of them #500 a month, split the job, axid I ws putting out
#1000 a. month for my care, then I could think in terms of that«

Because a^ it is M.»e really have to schedule my life around when the

nurses cornea It '.Mould be more flexible if that '.Mas not true. I

won't get off that until either the pay goes up. I '.Mould live that
much more independently if I '.Mas not tied into the nurses

•JE s The nurse system does not work in England »««»««« In England you
have got to ha rich or find someone who will work for nothing

It is the same here. f\s far a^ I am concerned #450 is next to

nothing, the only in between is to be rich or to try to survive on this
pittance they give you- I think it is criminal- I have really
shoved it in the faces of the American medical, you guys think you ana
such hot shots keeping us alive, then you thrust us out into a society
that is not in the least ready« If that is what you want to do, why

don't you just line us all up and polish us off M.'ith a firing s^uad, it
would be just a^s humane

^

•JE s They are not concerned about- anything like that ... a a a a a

If you ere a. war connected veteran in this country, if you ana a. glory
boy, not to say that those boys did not deserve it» I will tell you
M.'ha.t they get, #3,500 a. month, all their medical expenses paid, a loan
to totally pay for a house etc. ... «»«««« if that is how I ended up
like, damn well the government better b e treating me like a. king, that
is a. hell of a reason to break your spinal cord, it is hard enough to
do it in a. car, or a. diving accident, but i-f you ana just some young
kid who got sucked into the glory of the war, and got your spine blown
up, I think the government owe you a. special, I don't begrudge them
anything« What really blows my mind is the difference between #2,500

a. month and » « » *
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•JE s But the veterans donpt do anything to help the disabled movement«
Fi lber-ciuerg.ue ana probata ly the best ««««««*»

#800 of that money is supposed to be a. 1 lo».Med for attendant care, axid
then you live off the other #1700, so you could possibly spend #1000 on
attendant care. Fit that rate you could be putting money into your
home to make it accessible, but they already have programmes for that.
There is no national programme to make your house accessible* The

people in this country that ana really in trouble from disability ana
like blue collar- workers^ labour force, married when they wara at high

school, they have four or five kids, father breaks his neck on the job,
and after that they can't get any a^sis'tanca because the M.'ife is

expected to be the attendant, go out and work, raise the kids, three
jobs in one

•JEs Santa Fe CIL have a. lot of problems

What kind of transfers do you doa Do you do one person transfers

•JEs When there is another person around we get two people, it is

easier a I get a. lot of spasm

Did they give you Valium

•JE S I refused to take if

I said, what happens if I don't want to take those big blue pills any
more« The doctor said, you have to. I said. Oh no I don't« Years

later I said, Oh I used to take those, three or four a. day, and this

person went, what were you taking all that valium for- I said, Valium,

they did not tell you wha.t they '.Mere giving you

•JE s I had a big argument about that once

«««»« he is a. vet, who has just come back in a wheelchair, taig funky Vfl
hospital in Souther California, he has got his urine bag on the sida,r
and she runs into it and spills it all over, and he flips out ««««««

and he gets his crutches out « « « « « and the guys in the hospital run,

get him out of here, quick, rush him off to his room and give him an
injection, knock him out, because what he has been trying to do is get

\j his bag emptied for two hours« So this diddle brained volunteer at
the VFi hospital, she is married to a. glory boy, and it is a. really

incred ib le scene« The evo lut ion of W ight" s persona Iity , h is ou.«n

struggle in dealing with disability, they '.May they regressed him, the

way he looked in the beginning of the year-, the '.May he looked in the

middle of the year-, how he was looking towards the end« He falls in

love M.'ith her, which also flips her out, she is the real classic 60s
«.«.'o m an , rea. 1 o p p r e s s e d« If *.mb^ a w o n d e i—I-u 1 m o v ie»

Speaking of glory boys, he has got a bunch of war- gods working for him«
They '.Mould just love to pull us out of our economic troubles by putting

us in the third M.'or Id wan, whether they get away M.'ith it or not remains

t o be seen a

I am going to go out trying «.«.«ith my phi losophy in dealing M.'ith the
system, in the meantime I just have to get along 8a«aBoa««»aa I am a.

«LUadr u p Ie m in or it y , a. s in g Ie p ane n t, d i s ah 1e d , a. «.mo m an , Hispan ic« S o

I just have to make little arrangements if my family gives me a little

money or I sell a. painting or «„««« I have them put the cheque in
someone else's name

•JE n You need support to get established

I am somewhat established, toy virtue of my own fights, and then my own
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political outlook, who I ran against for the state senate, a very old

es t ato lished po 1it ic a. 1 c r•u t patr on , he is a r e a. I g odf ather , e ver yo ne
owes their soul to him, he has been known to try to off people,
everyone got real worried that I '.Mas really putting my life in

jeopardy« I was kind of the one person he could not touch, it would
have been too risky a Imagine getting caught for picking on a. disabled

woman, the scandal '.Mould have ruined him, so he left me a lone« I

gained a. lot of political clout for doing that. I ran on a third

party ticket, because I am native Spanish, and a I'.Mays felt a real

kinship with the Chicano movement

JEs What did this guy represent

He is a. democrat, county manager, made his '.May up as> a goon sheriff,

thugging people M.'ho got in the '.May, just playing games« He has got a

hold on everyone around here, all the jobs inn this area come through
h i m

•JE» I assume he is still in there

Yes, he won. I got 1BX of the vote, I got an endorsement from the
iy capital newspaper, which is a. ^jary conservative paper, never endorsed

anyone as; radical a^ me, and I '.Merit in for a really scrutinising

interview with the editorial board, it was a. total fluke that they

decided to endorse rne« It came out three days before election day,

that 1 M.«as fighting for the rights of the disabled nationally, for the

underprivileged, and that they just felt that my vigour and my desire

to make things better and change things would follow through in me

being senator, and they decided that a^ a. result of a. much needed

change in this area they '.Mould go ahead and endorse me. We- never-

expected that to happen. So M.'e made our own sort of political
victories, and it gave me a little clouta Like when I called

Washington, I made sure that he kne'.M I was the woman M.'ho had opposed

him, because that is his lingo, politicians speak nothing tout their own
lingo, they ana so tied up in their reality, if you start talking in
those terms to them, all of a. sudden they listen to you a My feeling

is that I will try everything I can, if I have got a. hold of his aan I

M.»ill hang on to it a:s long as- I can. See what I wou Id like him to do

is c h ang e t hie f e d e r a 1 1a.M.«« G iv e m e h e 1p t o p ay m y e n o r m o u s m e d ic a 1

expenses annually, pay my attendant, let me go ahead and work. 1

m don't want the $264 cheque a. month, and I dorr"f want the $45 worth of

free s-tamps* I told him that as> nicely a^ possitole, it is not the

$264 I am hanging in there for, it is the white medical card M.'hich pays

the nurses, ensures that I get an attendant, pays for the ascorbic

acid, catheter «««««« That is it, that is the only reason I hang on

to it. One of my personal dreams, because I am an artist and I like

to work M.'ith Hispanic culture, I want to restore the old to«.Mn plaza in
this village, and have a. Hispanic gallery and like a. little cafe that
serves native pastries and coffee, and then restore the plaza where

people used to stroll* I would like to be the director, it has been
my dream for years to pull this off, that is the thing I lean on, I
have got a. real, viable thing I M.'ant to do. The M.«a.y those federal
guidelines ana set up I can't do it, and those guys don't even know
i.Mha.t they ana doing. They sit up there and they make their laws and
the states go along with them, it is crazy* They '.Mere horrified when
I talked to Senator Dominici, I said since I have been disabled I have

been Rmerica/s second class citizen, just because I happened to be in a.

faulty can, a Volkswagen that was- on recall and went out of control»
Incidentally, on that, I sued Volkswagen in the days when people '.Mere

not getting big settlements after accidents, had I sued them today I
'.Mould protoab ly have got easily a. quarter of a. million dollars. I got
$25,066, that is how I bought this house, and 1 bought a. car. 1 was
married art the time of my accident, my husband left me after, pan for

t h e c o '-4r s e , f o r a. 1o t o f g o o d r easo n s and a. 1o t o f toad r e as>o n s , w e Ie f t
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the relationship totally unresolved, it has haunted him more than me
all these years. I went ahead and remarried many years later, and had
Daniel since I ha.d my accident, which was another thing that horrified
everybody* Daniel is 9„ find it has just been nothing tout a struggle
for a^ary morsel I have ever gotten« The only time I ever had any
money at a. 11 w a.s that 25 ,0@8 and you can i mag in e how g.u ick Iy it m.«e n t

JE s -Just to get a. house is getting more difficult

aaaaa a.auaaaa aaaaaaaa

JE« On that particular- issue you would not have stood much chance in

Eng land

Unless the woman '.Mas an unfit mother before her accident, there is no

reason in the world that she can't be a. mother and manage a home and

work- I don't understand their thinking, you were human before, you

were a parson before, and now you ana not, you ana no longer a persona

In counselling disabled people, one of the things I have hounded on

their head is, because as- I said earlier I feel like uttering

obscenities sometimes, is to believe in themselves- One of the ..«««

{) you get into, you begin to put yourself in a. place where you think you

ana different, you ana not different, you he.ve got the saxrie problems

everyone else has, you have got to livea Physical reality is

me.gnif ied, you ha.ve to go to the bathroom like everyone e Ise, but your

r e a. 1it y g e t s m agn if ie d , and t h e r a f o r e y o u a. 11o w y o u r s e If and o f h e r

people to think you ana different. Vou ana not axiy different and you

must make them understand« That is where disabled people go wrong,

they feel sorry, M.'hy was it me a I went through that, the first couple

of years '.Mere hideous, I just '.'.'anted to die, what was there to live

for, my life '.Mas over, how come I lived through this horrible accident,

only to be this worthless person for the rest of my existence- It is
K^ary hard* fl lot of people kicked me in the butt and said, you are

going to ha.ve to get better, you ana going to survive a fl combination
of that and prayers and the spiritual attitude* I was in the indian
church before, about a. yean before

JEs fl lot of people who become disabled turn to some kind of

spiritual trip, like -Joni

\j That is alright though, i"^ it anahlas her to survive. I ha.ve always
wanted to meet Jill Kinman, they made a movie «««««»«.« I '.Mould be
interested in meeting her, tout you see she is making a. lot of .bucks off
that movie, the royalties at least supplement her income on some basis»
She married/ and I think her husband has a decent salary

JE. What is she into

I get the feeling she is not real radical.

I am a political creature« Right now I am committing myself to working
through more straight laced politicians, but he is one of the more
creative and inspired, if he becomes governor the state has a chancea
There is a design to put an enormous nuclear- waste dump in this area,
this has been dec lar-ed by the government, they say the area has poor
people, low incomes, high unemployment, desert ««».. There is
uranium, most of it is on land that was- originally pant of the Spanish
1and grants and indian reservations, so there is a. big Chicano/indian
movement to keep them off the reservations and reclaim the land grants,
to not allow uranium mining to take place. So I am real involved,,
The Spanish arid the indian used to om.ti everything from the river basin
to the mountains, all the cattle and the ditch irrigation systems had
big associations, and they '.Mere very politcally powerful people, and
i...«ery well run, and everyone got a piece of the pie, their land, their
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grazing area, their timber rights, their water rights '.Mere run by the
old heads of the villagesa Right before statehood enormous amounts of

well to do Anglos moved into this area, and began to buy a. vast amount

of the land and when statehood came into being, what happened '.Mas, the
Fire service took the mountains and the BLM took everything from the
base of the mountains to the river basin. So now the Spanish people
own about this much of the river basin, little acreages, then there is

reservations here and there, indian reservations.

So what happened is, all the indiginous people lost their rights to all
the land, predominantly just a little area, off the river basin up to
the mountains, and they lost M.'ith it their grazing rights, their

timber rights, their mineral rights. It was a burning economy,

everyone made it that '.May, and it has been, from that time on the

Hispanic people have been selling their land and moving to California

or Dallas and giving up. It ^as- the beginning of the end of the

culture. The transition was guys like the fe 1 1om.« I opposed for

political office last year- got everyone on welfare, no one could make

it any more, that is how he controls thema What the Cicano movement

wants to do is claim the land grants, which is all the BLM land and be

part of the regulation, a lot of people don't understand the land grant

\i movement, they just think the Cicanos want it back, but what they ana
really vying for is to have say so and control back over all that land*
Right now the forest service is selling most of the timber and grazing

rights out of state, these big lumbur companies ana coming in from

Texas and California, buying up these enormous expensive timber-

licences from the forest service and going in and cutting it all out,

then they ana giving the native a hard time to go out and get his

winter firewood* Same with the grazing rights. In the old days the

little ranchers used to have small herds and graze them up in the

mountains, these days you have to be a major rancher M.'ith enormous
amount of cattle to get grazing rights. They have completely
eliminated the small time rancher. The BLM land is totally off limits

to everyone, so that is what the land grant issue is all about» They
want the San Rocee land grant back, which covers an enormous amount of

fhe ir natura. 1 resources

•JEs Is there any uranium around here

fl lota Of course, their approach is, it '.Mill be a boom toM.«n, you

M a 11e v iate ec o no m ic o pp r e s s io n in H e «.m M e x ic o , c h e ap s h o r t n in e y e ans ,
tout completely denude the whole area of all the uranium, leave the area
full of radioactivity,, Give everybody $9 an hour jobs for four to
nine yeans, and then move out, and all the miners develop lung cancer,
the land will be completely depleted of uranium

•JE s Where ana the main areas

All over northern He«.«.« Mexico, south of Santa. Fe, and north west of

Santa. Fe and north east of Santa. Fe

-JE s Are they starting to go ahead

Economically it is not feasible. We brought a. law suit against the
forest service for allowing them to drill on forest service land, wa
brought major la.'.M suits against Anaconda and Phi lips Uranium and *.«.'e
ha.ve kept them literally at bay, at gun point almost. If the uranium
companies moved in some of the more radical men in the movement '.Mere
going to just dynamite the uranium companies" out of the county,
mentioning no names. They would do anything. One of the Cicano
movement's ideas around here is to redevelop native industry. It used
to be vineyards all through the north, a. '.Mine country» Vou could
easi ly again turn it into vineyards and have a. native '.Mine industry,
which would be preferable to uranium, and a. native textile industry.
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because it is still vastly rural enough to ha.ve sheep herds and collect

wool and have a. native textile business. Who needs uranium, it M.'ill
kill us. This county I am in right now is the most radical, Rio flrifoa
naaaaananaaaaaaa .aaaaaanaana'*. lO3. g gap' 1 t"\ "X'BJf^B .•' aaaaaaaaan

aaaaaa I just could not figure it out, because

sometimes I get tired of fighting

JE s I know the feeling «.«.«e 11

V

I have been fighting the system for fifteen yeans on way and another, I
ha.ve won two or three court cases, and I get weary of fighting the

system for every little morsel, M.'hich are not luxuries but necessities.

I me an I d o n,r t o f t e n p u t t hat o u t, bec aus e I am n o t g o in g to f e e I s o rr y
for myself, but I do occasionally put out just what my reality is* In

my case, because I am so active, people forget I am disabled, which is

OK, tout when some phenomena, of my physical limitations or mydisatoility

catches up with me, if I have to go to toed for two days, it freaks

people out, toecause they bx"'B used to seeing me, go get em. From time

to time I am wiped out, I can't do axiy more, and people say, «... they

don*rt handle it, they ax"-a so used to seeing me on top of it, that when

{, I finally succumb and say I have got to stop or I can't deal M.'ith this

aaaaaa It is aImost like they don't want to see me that down.

Another problem I get into, people put me up on a pedestal, I don't

like that either «.««»»««««« . <changes tape) .

aaaaaa aaaaaaaaa

aaaaaa.

I have spent years trying to elevate the countiesa For the most part

I ha.ve f e It like I was butting my head against the wal 1

•JE s There ax-a a lot of architectural barriers in Santa. Fe« I

suppose the Cicanos want to t-ake care of their disabled in the family

Traditional thing about God punished them or .«.»»««« Needless to

say it took this community aback when I decided to oppose the big boy

for the throne. He has run the county for -50 yeans, a. disabled '.moman

doing that. I really was given the courage to do it toy the founder of

the ...»«a party in those areas, incredibly liberated man, politically,

on the subject of women, chi Idren, his own people, the Cicano movement,

he is a. real visionary. He said, do it, he said I think you will

j-jever know what the consequences will be, but I think they ax"ma all

l ; going to be positive, this county will na'^an foe the same if you do it,
because they wi 11 never think about it g.uite the same again. Because

everyone has lived in fear- of this man for years. I '.Mas not hideous

to him, but I sure exposed his corruption on the campaign. I could

live in Berkeley, I could do it, and sometimes I even entertain and

fantasise, it would be so much nicer to have things easier, but the

need is so much greater here and I ha.ve such deep roots here, fami ly

wise, axid in my own beliefs, that every time I entertain it it is just

a. p as-s i n g f anc y.

JEs Why should you uproot your roots just because you are disabled

I met Judy Hewman at that conference, she said, ah, I ha.ve been '.'.'anting
to meet you for years, she said, you are that lady that took Ne«.'.« Mexico

to court a She said, gosh, ax"-a you a^ famous in New Mexico as- you are

in California, no not really. Berkeley is a. radical town and always

has been

JEs They all come from somewhere else in Berkeley

I get sick with heat sometimes, I broke down and got axi a.ir- conditioner

this summer« The last three or four summers I was getting so ill from

it, so at least now I can go in my room and kick on the air-

conditioning in the heat of the day. I get violently ill from heat, I
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pass out «««««« When I go places in the summer I carry cold water

with me, if I start getting too hot I just ha.ve them pour it on me.

People ha.ve thought I have lost my mind, big jug of water going all
over my clothes, it does bring my foody temperature do'.Mn in the heat.

Aside fom that the only thing I have to '.Match is.r thank God I ha.ve
never had a. bedsore. I have a thin quad woman friend M.'ho gets

bedsores all the time. I have to watch kidney infections, my lungs,
I had a. case of pneumonia, last spring, I had double pneumonia, in F5, it
almost killed me. People get pneumonia real easy round here, we get
these cold dry '.'.'inters. My lungs are susceptible anyhow. I lost
half a. kidney in 76

JEs Do you go for regular check ups

Ves. Not more than once a year- unless a..»» What I don,rt mind is

having them flush out my bladder axid getting rid of all the stones and

debri, I hate it but it seems that I ha.ve less trouble if they do that

JE s That i? axi American phenomena

Orange juice is supposed to make your bladder alkaline axid create more

infections, so I don't drink a lot of citrus juice, I drink cranberry

juice because it does keep your bladder acidic.

JEs Phil Draper drinks cranberry juice, he is C5/S and big

Vou C5/6

JE s Ves

Me too. « « . . « « « «. <Asks how Jane got invo Ived ...... John exp la.ins

« « « « « « « asks ho».M they came to America ......... John exp lains>

Ha.ve you read about the two f e I 1om.«s that ax"a crossing the United States
in their wheelchairs. They left LA in May, they have been through

here, their goal '.Mas to foe in Vankee Stadium toy around now. Not
electr ic on e s, they are pushing themse Ives« They were footh pIaced in
the Boston marathon last yean. One of the other things that caught me

up was- the four disabled people that climbed Mount ...... , there '.Mas a
blind person, a. person in a. wheelchair, one on crutches, and one other
disafoility, four of them climbed Mount ..».», which is a reasonably
tall mountain and put a flag up for disabled people.

JE s There are a. lot of those things going on

I cried when they did that, and I am really moved by those guys going
across the United States, they are doing it all on their own money, and

they are doing it to protest to the government that not enough is being
done on spinal injury research and also to commemorate the IVDP. The
yeans whisk by and not enough has been done

JE« We have all been cut back in the international yaax"- «

I have a doctorate in g.ua.c^ra.p legia.

JE s there ax"-a a. lot of spinal injury hospitals going inthe wrong

direction aaaaaa aaaaaa aoaaaaaaaaaa Ban.......... IS it HOrfftaL tO get
money to pay for attendants in Ne».«.« Mexico, is it because you ha.ve a.
chi Id

One of the reasons, that makes me a. priority on the list, but seeing a:s
how I initiated the case axid I was- the first one anyhow. 108 people
are being served by the programme now and there is 48 on the M.'a.iting

..... .....a
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list. My thinking is ii: there '.Mere 200 on the waiting list, they
'.Mould all toe served. Nobody should be '.Maiting in line to get
attendant care. That is in the whole of New Mexico. It is the only
state besides California, that has axiy form of attendant cane

JEs I gather it is difficult to get suitable attendants aaaaaa

1 don't feel free to live alone. Too many things can go wrong.r
particularly i-^ something goes wrong with my catheter. I live in a.
really ethnic neighbourhood, it is already hard enough for me to foe
living alone a^ a woman, a^ it is it could foe real dangerous. I ha.ve
an intercom between my room and there is a little one roomed house out
there, my attendant has that.

JEs Do the attendants stay with you for a while

No. Afolosta got interested in my political campaign, she is real
active in the feminist movement, has been for years, axid was real

ecstatic to support my candidacy, axid she started coming over and
visiting M.'ith me and I liked her, we had a real instant rapport, axid so
I said, I will ask if she is interested in being my attendant. I

think rotating the jobs is the answer. I ha.ve tried everything else

JE s In California, they said you have got to have three or four

a a a a a a a

These p ant ic u Iax"' 1ad ie s I h a.ve a. r e a. 11y n ic e r e 1at io n s h ip w it h , n o t h in g

M.»e ha.ve not been eb le to work through, they are real supportive of me

politically, they even go to native american church meetings with me,

which I ha.ve never expected axiy of my attendants to do. Eating peyoti

as- part of a. religion is kind of «««»

JEa Where do you sit when you go there

I make up a. seat with cushions axid sheepskins axid have a. backboard that

supports my back when I lean on it. I tell you, it helps my health

too, it is a. real medicine axid it keeps my kidneys axid my foody from

©letting real » « » a a a a

\j JEs So what do you think of the place in Santa Fe

We incorporated a bunch of disabled friends axid made a bid for the

contract. It was real political. I applied for the directorship axid
to foe pant of the initial committee axid they just did not want me« I
ha.ve a. good friend working there now and he is right on, did you meet

Tom Holderi, axid if they keep hiring people like him, he is a good old
friend of mine. As it turns out I would not ha.ve wanted todo it. I

entertained the idea, because I wanted to foe in the initial putting

together of the policy for the centre, and the approach to the disabled
q-P -the centre. I knew that it was important to ha.ve radical disabled

people initiating the '.'.'hole thing, that is why I decided to at least do
it for a. yaax"'a

JE s A disabled person should be the director of a. centre like that

I was not educated, and I '.Mas too politically radical, that was part of

ita Ralph was in on that, he was pant of the ones that bid for the

c o n t r act

JE« He said it should be iri A lfoer«=tuerg.ue

I know of one of the men, because he is a. good friend of a. friend of
mine, he lives in Berkeley, his nax\\a is Mike Muldane, axid he is hard to
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get hold of« He is one of the originals that worked with Judy axid
Carmen Lapaz etc- She is axi outrageous person

JEs I heard some terrible stories about Carmen

She has a Cleopatra complex.

JEs Her coming to Berkeley, there is only one good thing, she managed
to train a lot of attendants, because they moved on so fast that other

p e o p Ie *.me r e g e 11in g t h e m a.ft e r m.« bx"'d s

I '.Mas up and around when I met CArmen, and she was- on crutches from her

first auto accident. As a. Puerto Rican she is gorgeous, really
pretty. She went through dancing school in Haw Vork, then she went to

'.Mork in a. big time Mafia, night club as a. professional latin dancer,

then one of the Mafia, boys got her into Chicago axid she '.Mas one of the

original Playfoody bunnies, she went from Chicago to Hollywood and '.Mas
on her '.May to sign her contract with Paramount pictures to be a. dancer

and had a. head on collision in LA freeway, cost her her pelvis axid her

lower spine. When I met her it had been years since that accident,

she could not professionally dance axiy more, she '.Mas on crutches axid

getting around ws real .... axid had just married- I '.Mas up axid
around. I did not see her again for a yean axid during that yean Ihad

my accident, and she was off the crutches, walking on her own, axid I ws

totally disabled, axid then as luck '.Mould ha.ve it, she had her second

can accident, which killed her husband and disabled her. She raxi guns

in t o C u foa m.»h a n C ast r o was o v e r t h r o«.«.«i n g t h e B at is t a. g o v e r n m e n t, '.«.»i t h

some cousin of hers. They had been off the plane 5 minutes and the

cousin got killed axid Carmen got shot half axi inch away from the heart,

she has got ©Luite a. story, she is outrageous. She and I get along

well, she has a. real legitimate respect for me, she has always admired

the «.Ma.y I stuck to it axid made it like I did. They don't really like

to give her a. lot of credit at CIL, she was a. thorn in their sides axid
a real hustler and there was a real personality conflict hetM.«een her

and Judy and a. fe«.M other people, so I think they don't give her the due
they ought to. I know Carmen real well, pro axid con, I don't hang out
with her, I don't care to smoke dope or anything like that, but she
calls me a couple of times a. year, always got some scheme she is up to

END
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C o n s u u m e r I n v o 1 v e m e n t ?

Veah« find this grey one is our Annual Report,.'?

JE s Can I have one? <VERH > « ,, « « I •" 11 never read all this before I go this

aft e r n o o n** ,,

Sure.*, but you still have it all. Down here ** « « its not very visual

b u t it s a 11 p ar•t o f c 1ie n t s e r v ic e s ** *, k e e p in g t r ack o f w h o s e irj t h e

workshops.*, how much moneys going,, ** ** **

JEs What kind of workshops?

S h e 11e*r e d w o r k s h o p s **

J E 8 T h e d r e ade d w o r d,, *,

Right,, find housing.,- Bnd vehic le modification,, ,. is down here.,, p lanning is
down here.,- where we plan quarter ly Bnd annual <?> state plan «„ and things
like that,,

^•<TE s The vehicle modification unit as well? Vou don't get that in many
r e h ab i 1it at io n s e r v ic e s d o y o u'? in ol if f e r e n t s t ate ?

Actually we have more demand for it than we have money*, E«ut the consumers

refused us to a.llou.» it to close down.,- they allowed us to cap it« But its

not a. federally mandated program** Its a program that got s tanted here

bece.use there was a. need.*, so of course u.*e don*'f get a. lot of money for it**

He have to pull it out of the basic VR dollar B.nd the consumers said Ves.*- we

need those programs** People cant go to work.*** they cant get in Bnd out of

their homes,,*,*, they cant get to their .jobs srid back,* « « they cant have

t r ans p o r t at io n at t h e ir c o n v e n ie n c e t o u s e ** N o b o d d y w ants t o foe s i11in g

there waiting for a cab to come and get 'them i'i1 they have i"^ they have a

$15806 K'i>Bri in the driveway they cant drive ,* ,* so we take them to the

hos p i"ba 1 at Br a.in t r e e .,• w e g e t t h&m o ut t hie r e... g e t t he m e v a 1uate d and tr a in e d
to dee.L « the way they deal best *, « „ *, *,«,*,,» « vehic le„

JE s Thats tremendous*. The only other place I saw that was Berkeley taut the

CIL was doing that there** ** ** its most unusual of voc rehab services ,, ,, do you

know of any other States doing that'? New Vork?
u

No*, Then our CILs here Br-B set up a little differently in that the VR

Agency holds the contracts so they do have to fit in to some of our demands
*, *, that we have to fit it into to get the Title 7 Independent Li^ins moneys

from the feds

JE ** Ves« Cos thats (or (lass**} one of the important ones***,,,

Find the State matches us**

JEs' fire you going to be affected much by this thing Reagan did»««?

The latest word is that it could hurt*, They wont know until Monday or

Tuesday of next week* Find then we will immediately have to increase or

decrease our budget« ,, One or the other* It won't be the same*,**** and

chances are 3 out of 18.*. decreased,* Means we*" 11 have to cut ivi half,, find
its hand to do that as we e.re already sg.ueek.ing,, Ne've dropped from

750staff to S30staff you know.,- sr\d trying to keep your course 1 ling staff

up** « ,* **

JE s Why was that** «, **

Fund i ng« Congress dec ided an ent i11ement was .j ust f or show... it d idn•" t

matter ** **

JE s find your Bn figency. ,, „ you cant do without that » ,,
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It falls into the mould of tthings now really* Theres not a lot of money
going into Education « « to me its sad *, * but* * *

Nou.» we go around the other side we have the other side of the Paul Head
staff development ** « where we have all the training back--up.,, word
pr-ocess i n?},, ,, „ legal council and just the executive staff is up there****,* the
real interesting stuff is on the third floor thats where our e lectronic

data processing system is where we process c lient trB.C.k in g.,- f inanc ia 1 data .*•
and everything with the fastest turnover for money,, „ ,, we started it here* «

JEs There is a lot of activity,» » we got out of the 3rd floor by mistake at
f irst*. *,

The information centre for individuals with disabi lities.*. *, » covers the

nat ion** P e op 1e .j usf ca 11 here fro m e ver ywhere to get infor mation .*• t o g et
ass is s t enc e and t o f :i. n d o u t w h e r e t o g e t an adv o c ate,, *» t o f in d a b o w e 1 ••!'? i'1

form** ** the Mass Office of deafness has Bn electronic registry of deaf.*- hard
o f h e Br- i n g B.n d h e ar i n g im p a ir e d p e r s«:::«r,s in t h e c o m m o n «.ue a 11h <'? > « ., and

everyone that goes to Bn auto logist gets registered B.nd we fought a battle

and won it about sixty days ago with MaBe 11 O?!'1 B.nd got reduced rates for

iJTD usb\""s„ ,, ,, across the State with night rates-« We have a mass media
library ** « « » extensive rehab library*, *, ** »

JE s Ves. 1 wish I was staying longer« Hou.« many staff did you say*?

S t ate w i oie *, 6 3 &« „

JE ;s Down from « ** «

75@

•JE s Bre many of those di sat? led

It was all done through attrition.*- we did not fire anybody.*- people retired.*•

moved on to other .jobs.,- nobody got fired* In order to reduce that staff we

just did not foackfi 11 the positions*, Recording to our affirmative action

update that we had at about .9***30 this morning we are doing grand in terms of

social security and minorities and the real sticky thing now is women i'n the

adm in is t r at io n *. V o u Bre 1o o k in g at o n e... n o t h e r e •" s t «.uo .,- p Brd o n m e.,. o n e in

(/the general council.,- but they dorr't do KJBr-y well at getting above grade 21
in the agency,* So that is the only issue there is now.,- but as far b.s
m inor it ies and d isab i Iit ies... we are pre11y we 11 covered« We are toeg inn ing

to look at whether we should do an assessment of how many of us with

disatoi lities are actually functionally limited*, I mean I could tell you I

am a disabled person.*- Bnd I mean its dandruff or anything..- so we are

considering how you could go about figuring out how many people are

f u n c t io n a 11y d is ab 1e d and h o w m any Br- e in r e aso n ab Ie acc o m m o d at io n **

Records u.»ou Id show that on our administration the disabled are about 5 8 "•».,.

but we would look B.nd see if that is really the truth or is it just people

with allergies... stuff like that** We have a lot of people who have

disabilities and that is protoab ly.,. they know this *,„**«,„ tout then a lot of

folks do

JE s It's a community activity.,, is this a kind of outreach thing

Ves.,- it is basically the responsibility of Bi^Br-y district office to do the
very same thing.,- to get involved in every health fear, BK'Br-y handicap.*- every

educat iona I fear .*• 1itorary .*. whatever is go ii-ig on in the d istr ict and have

somebody on hand i.uith information. To stay visito le we do pub lie service

announcements.r radio Bnd te levision.,. antic les in the newspapers Bnd I shift

my brochures out.,- the ye I low one I leave in the supermarket

JE s In terms of disability groups there is a lot going on here.,.

If is a K^&r-y strong lobby*, I have to sit on the tooarol of a group today.*-

and as a child I was a doughnut girl.,- when I was a child you realise there
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were *,«««» ***,*,«« The only way to deal in this situation is to toe part of the
consumer groups.*- they have to know you.*- they have to toe lieve you.,- they have
to trust you.*- or they will destroy you*, So we survive because »«««

This is Charlotte Lijier Bnd she is the grants manager

We 11 he 1 lo

R e g u 1ar 1y tor in g s in a 11 t h e m o n e y

I spend it

This is John Evans,- this is Jane, they Br-B here from England, doing a little
re s e Bnc h Bnd w h at h ave *yo u« T h e y have vi s ite d S t *. L o u is w it h G in i L aur ie

JE s Find Berkeley Bnd San Francisco

Did you get to see Eld Roberts

y^,j-"-;:..« nice to meet you and I hope you enjoy your time here

M'his is the man who runs the programme for adapted vehicles** John Evans,
Jane*,

JE s I"ve heard about that programme*, It seems like everywhere else I

have been no one is do ins a programme like that, except Berkeley

II is a p r e 11y p r o g r e s s iv e p r o g r amm e

John tells me that in England it is unheard of to have a disabled executive

J E « Ves, but we don*rt even have the vehicles, we dorr't have the vehicles

$ that can be modified, we have small cars Bnd they are alright, tout if you

wBnt t o s t ay in y o u r w he e 1c h a ir , t h e o n 1y t ime y o u c Bn s t ay in y o ur

wheelchair is if you have some one who is going to drive you

What Ieve I are you John

i jVou•" d toe dr i vi119

JEs Ves, I can drive, tout it is a matter of getting the right vehicle

where I can stay in my chair, so it is a hassle

How long ene you here

JE 1* We are only here until Tuesday, we have been in the states almost six

w e e k s n o w

We he.ve some vans I'd show you

JE s I*"ve seen a lot around, any information you haven The agency that is
sponsor-ins me to come here, the SIR, have said that they want to aim for
American type vans adapted, so they are interested in that idea, so whatever
information I can take back to their head office, this is the next move, the

next thing is we want to try and bring those sort of vehicles over, as I

said we don't have them

I can get you a v.*ho le package, I can send it out to you, and how we set it
up he*re and the type of equipment, the cost and all that** We have been ivi
touch with C a Itran of California, which is a testing B3Bnc.y» We have

recently issued «*,,,** We have got a lock down now which holds your chair,

and a belt which holds you in a thirty mile crash, it is like you were not

in Bn automobi le

JE *! That'" s g.u ite something,, "I" ina w i 11 ha-.••e my B<ddress« That is the ir
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next project, they want to go ahead Bnd do something, the g.uicker u.«e can get
them moving on that, we want to.get them moving fast, it has been too long
anyway** The other thing is, somebody told me about a Scotmobi le, do you

know about that,* Have you got information about that right no».u, because I
have been trying to get hold of that to take back with me, I want to go back

armed and say this is it« *,,,„*,« Ho*, « « What is the name of the firm that is

doing that, I almost got to see it in Berkeley and then the person who was
driving it, I missed him toy seconds

The man's name is Charlie Scott, and it is Mobility Products Bnd Design

Inc„, right now he is.*- I believe, in New Jersey Bnd is trying to set up a
factory on the East Coast for producing the car

•JE « But you do not know the exe.ct a.ddress

I can find out*, He was supposed to come up here and show one of these

systems to Elmer, he was sup*posed to be here September but for some reason

he hes been de le.yed«*

Vou would not need something b.s complicated

(JEs I am only interested in that because it is revolutionary, for somebody

who is really severely handicapped, that is what is so fantastic about it,,

M o , I w as n o t t h in k in g in t e r m s o f m y s e 1f o n t h at o n e , it is .j u s t a

breakthrough

I don't know if you have seen them, but it's just power clamps on the floor

*,*,*,*, *,***,*,« What we used to do is cut into the chassis, 4", the frame itself,

with the Dodge Bnd the Chevvys, rest- right on the chassis, but «.ue did not-

real ly like doing this, because we don't really know what it does to the

stability of the van but it was the only way we could do it« How the floor-

is 4!l eioove u.'here the fra.me is so you can put a. can in there without even

touch ing any part of the veh ic 1e and we have no prob 1em in operat ing thb

hand contro Is

•JE s We are wa.y behind on vehicles, all over {Europe

Vou know wha.t, it is 2«30, I am going to take them down Bnd show them where

they cart get something to eat ai^d then at 3*, 15 or so they are going to meet

with E Imer

O

END, *,*t**nK**s****t*t*t*»tt*t**t******;t**;*:,, ***;*****:**<,**:*

Next i nterv i ew w i th E Imer BarteIs *
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In Massachusetts u.»e are sti II not total ly covered with independent living
centres.,- we bx"-b still trying to build up the western part of the state.P our
rural counties. We have been serving them in a. partial u.»ay.r we have staff
out there that do a. little rabble rousing now snd then.r but there is- no

comprehensive programme arid we are trying to get that established^ even then
no t v e r y m u c h r it «.u i 11 b e abo u t $6 8 .,. 8 8 8 t h is c o m in g y e aj-*"

JE s But you have ^Br-y high goals and objectives.,. I think.,- all the same,,

Here and California, and other places.* you operate very different ly.,. but you
are sti 11 covering a lot.r g.uite a good area.

One of the -fortunate things.,. I think we have a. lot of committed peop le in
Mass,, in d e p e n d e n t 1ivi n g p r o g r amm e s r *jn n in g„ MBny o f t h e d i s Bh Ie d p e o p Ie

B.r-B on the staff.r on the board/ a lot of energy„ The dollars that ere

s p e n t ane s p e n t p r e 11y e f f e c t iv e 1y„

JE.W In terms of how.r you were one of the originators of the OIL.,- hou.» do

you see from the time it started to where it is at now in terms of its

deve lopment «• is that how you saw it'was go irv-'i to develop

W h e n w e s t art e d w e w e r e s o m u c h in t r\e m id d 1e o f t r y in g t o g e t t h e d bxun
thing started that we did not spend much time thinking whereas it going,,

Bootleg operation of trying to get something done u.iith a little bit of

federal money.,- and a welfare c!ept« to pay for medicated DCFis» Did we have

B.ny long range picture*? Each of us probably had out own.,, but we f\Bi-.-iBr- wrote

it d o w n .,• b u t w h er e it hias g o ne... I am c e r t a in Iy v e r y c o m f o r t ab Ie w it h t h at.,.

it has evolved k^Bry nicely* I think the biggest problems we have had in
the independent living movement is- the fiscal responsitoi lity Bnd the

f in Bric ia 1 s o«~4n d n e s s o f t h e n o n -•p r o f it s .r b e c aus e t h e p e o p 1e g e 11 in g in t o t h e

programme.,• the people have now become responsible for the books and for the '

f in anc ia I v iBh i 1it y o f t he ir o r g an is-at ion and p e o p 1e u s u a 11y -Er*e n o t ve r y

good at that/ it is actually the exception that is- good at that» That has-

been our biggest problem* In two of the small centres that we have going
here u.»e have a contract with one of the management corporations to go in and

stall their books for them,, We feel that it is- that important to get them

on a. good fiscal footing.,- give them a. good set of books so that when they go

up to the rate setting commission they can get their rates quickly and

without a lot of hassle,- because they do it with finances

JEs Is that something that has come out recently because of the economic

situation

N o .,• it h as b e e n t h e r e s in c e t hie b e g in n in g

JE s In Berkeley^ my impression u.»as that that was always \-xBr-y loose

They have exactly the same problem* I understand the feds are in there

wonder ing u.»hat d id you do w ith 1he money „ The feds m ight even b^>k for some

of it hack* They can do that i-f the non-profit can not justify what they

did with the money» They can ask for it back- Can they get it back?

Probably not.r because there is- no money there anywayB

JE» So what you are trying to say.,- is- that everything has to be accounted

for» So that should be inbui It to -sny independent li'-.-'iyv^ programme

One of my mottos in doing business is nVou gotta, do well.,- before you do

good" ,r well in a financial.,, fiscal sense „ Vou have got to do that well

before you can be around to do good in some other u.*ay.r otherwise.,- if you

don'''t do that you won,rt be there« Somebody u.»i 11 come in en shut you doi.un.,-

for tax purposes or whatever .,- many non-prof its have hB.d that proh lem.,- they
find they have got to pay their staff and 'they have got to pay Uncle Sam.r
federal tax that goes with it.r they don't have the money to pay Uncle Sam so
they say.,- we 11 we*" 11 pay him next week and u.*e''* 11 pay the staff.,, because the
cash flow is- not right.,, the books are not set up properly Br\d they don't
knou.i where the hell they are ari;-'way« Then they keep paying the staff and
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they postpone paying Uncle Sam Bnd when you build up a bill of $26.r868

y o u o we Un c I e S am .,• Un c 1e S a in s ays I wBn t my 2 6 k Bnd t h e y c an •' t g e t y o u o n a.
repayment plan.,- they shut youdown«

JE s So.r as well as that record keeping.,, finance keeping Bnd account ing .,-

there'"'s the other Bnd of if too.,, looking into the future and 'trying to

acquire funds to maintain the ongoing procedure of that centre« fill the

directors in the centres I have been to so fen.,- 8@"» of their*" time is- spent

d o in g .j u s t t h at .,• .j u s t g e 11 in g in t o lou s in e s s e s.,. in to o t h e r ar-e as w h e r e t h e y

can get more funds because no one knows where the next grant is- going to

come from or how long the next programme is going to last* In Berkeley

their staff has been cut in half in one year*

We have the potent ia 1.r our grants we have now.r we have about ^686 r866 .«-

technically it runs out 36th September next yB-sr".,- all of it.,, now we think we

are going into a. competing continuation to be able to maintain at least some

of that.,- M.'hefher it is- 668 or566 or 466 I can*rf say.,, some level of

pr o g r amm e« flt t h e s ame t im e.,- t h e p r o g r amm e s o u t t h e r e Br' e e s t sks 1is h in g

their fee for service with the welfare dept„ .r the medicated.,- to provide

independent living.,. ECR services « ,, «

'-.'tape turned over* „ ,, ."'

One of the problems I have seen in Voc Rehab around the country «, ,, if they

were to take a stronger interest ivi ILCs that are developing ,, ,, that

r e Iat io n s h ip c r e ate s a s o u n d e r ILC,, W h e r e t h e r e 1at io n s h ip h ^:c::-: g o n e w e 11

you have a. stronger CIL movement ««„ where do you see that/ « *, in

Massa.chussettes they he.ve a. very c Lose link,, « the executive of each CIL. and

the IL. Project director '-.John Row Ledge.*1 sit c^n the Executive Committee — e.s

they call it •- Bnd it is- the Exec Committee is- the one that drives IL in

Mass* b:b a group*. They deal with Tuft.,, they deal u.»i th policy.*- they get-

together on how to approach the Welfare Commission.,. PCR Services.,, how to get

after the Rate setting Commission.,- how to deal with other State Agencies ~~
so that that group is a. good p l.niu-"ining B.nd consensus getting group Bnd they

are the ones defining what IL is and what its going to become in the context

of our outside world,,

v1__yT dont see that mode L anyu.*here e Lse other than Mass,, Its a. kind of a

Management model* « * one of my favourite topics is Managed positions,,

J E » I s u p p o s e t h e w h o I.e s o c ia. I c Iim atb i s s o d if f e r e n t t h B."b y o u h ave g o t a.

Dir« of Rehab Services who was one of the originators of the CIL Movement

who is sti 11 in touch r that you can he.ve that kind of co-operation between

them «, „ throughout« Is that because the way California. is« «* « a. very loose

State":*'

Its that the IL. Movement got started at a. period of time outside of the Voc

Rehab agencies ***** and' really the IL Movement does not consider the Voc*. Rehab

agency is theirs and that they should relate to it enc-l need to relate to it,,

They think the Voc: Rehab agency is kind of irrelevent« They are going to do

their things Bnd voc rehab doesrr't improve or whatever and so they kind of

give up on them* I was at San Diego a few years ago talking to the guy at

the CIL and I asked him how close his relationship with the office of the

local voc rehab agency do you meet him often? Talk to him? « « ,, "No.r not

much* He really doesn't deal with the same things as I do* f! I think its

v if a 11y im p o r t Bnt«, W h at I e n c o u r age is t h at o u r CIL. Direc t o r s and o u r

regional people ivieet/work together,, We started» « a. coup le of* the CIL.S in
this state out of our regiona.! offices « « keep the rent dou.in» But I u.ias

-trying to achieve two things,, I« keep rent down.,- 2,, get the thing started

u.iif-h our staff" so that people get to know each other and you build a bridge

r ight -from the beg inn i ng«

JE s But dont you see one of the greatest differnces is- that you BnB the

Commissioner«« ,, I dont know of any other States where the Commissioner«« «
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There is a disabled Director who left in this past June,,,, but he had an

opportunity to do it that way* *if he chose to,, „ Ed Roberts in California.,, he
can do it that way if he chooses to,, «

JE s But I suppose he is limited because of areas,,., its split up into smaller

aneas there isrv't it?

Vo u c an d e v e Io p t h at.,. e v e n t h o u g h h b •'' s g o t 2 0 / 3 9 CI L s s- u p p o s e d Iy in
California..,. „ « you can develop it on a. Regional basis,, » enforce it that,, ,, «

and it depends on how you want to run it- I choose to run it that way

because I think its important*» somebody else can choose to run it a.

d if f e r e n t w ay« I t h in k w e "v e g o t t o ••! B ank w it h t h e b u c k h o u s e ? ? > ,,

JE s Its interesting you should say that for I*rve just come from Santa. Fe and

they have just s tanted one up there „ I dont know if you know about it.,,

but that seems to have been started ,, « that star*tec*! from* « it seems the

impulses came from voc rehab.«• and there was some money avai labia and they

'.Mere given the money to set up a. centre so it was giv6*r"} to certa.in« peop Le to

set it up ,, The Director happens to be a lady u.*ho has been involved in a.

i^J-fumber of Social Welfare programs over the years and.r you know.r a little bit
of experience with disability and s-hB has been given the job and has drafted

in g,uite a few other disabled individuals « the staff is about half and half

now,. But it seems that they started from B.n entirely » « it seems like it

w as a. 1fr*o s t a p o Iit ic a 1 t h in g a. 1m o s t t o m ake it u n ig.ue and t o t r y Bnd m ake it

rural.,- beca.use they are trying to cover a. lot of New Mexico.,- and they are

yi*»ry s pence ly populated ane as» *» « Santa Fe.,. around that whole northern part.,,

and not fi Ibeg.uer^iui,, R lbeg.uer-=iui is- outside it ».uhich it seems like if

something u.»as going to be started up iyi NMexico it should have been there

where therel4.r©@© people and there is g.uite high percentage of dab people cos

Imet ip with a. PVFi director - Ralph Mark wood .r onB of the co—ordinators -

ar\d I was astonished at the amount of people they were dealing with that are

not Veterans ad he said.,. "We have been doing this job for a whi le and we

could have gone onto that g.uite easily but it seemed to be a politial
decision that they wanted to split up andthe only way they could get the
money was to make out they were being unigjue by being rural so you*' ve got a.
kinda dilema there

I think its the u.ia.y you have to go after the money.,, they've created that
\^dilema there« «« they figutred the best thing they could do to m-ake it unique

was to make it anura. 1 one. « ,, so they find this project and once you get the
moey you have to do it that way

•JEa Seems like they've got a. lot of area to cover» «« 1 mean I,,'l-,1 sure

they**"!! do it «« they seem to be doing quite well now although they have
only been going six. months '

It is tofoe oura.gencies «:!?*?> willing to give it away so to speak to the

disabled community but yet keep a close ownership to it «« B.nd thats a trust

relationship,, How much Br-B you willing to give away,, « « dollars or whatever

for building,,,, folk rehab »„ but also to be around when the small non profit
needs you » « its like r-B.is-ino\ a. chi Id „ » very much the same * « sometimes

its a. lovef"'hate re lationship

JE x In each CIL. „«««« the problem with us is- in England « « coming back to
what sort of implications all these ideas and experiences that we*"ve had

since '.ue've been over here is that there isrv't that kind of set up there,,
Vou wouldn't get the support,,,, or it•" 11 be very hare*! to sell it to them from

a. disabled consumers point of vieu.«« ,, Bnd this is how it has to be done Bnd
this is the model in .the States « « this is how it developed,,

We did it 1© yeans a.go* Back in *"7?2 we came to this agency which u.*as

rather introverted and disinterested and began to do it.« a. little seed
money and started something <over*BU'??> with the Boston Centre and slowly
gr e w it and then t i11e 7 c ame a 1o ng and that k in d a th e c u 1m inat io n of it «„
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JEs Veah at the moment we don't have something similar to that« I'm sure
if there wa.s- it would make a. lot of difference,, Rt the moment people are
trying to change-«, there w-as a. la.u.i made in -"71 that all public buildings
should be made accessible.,- and transportation systems and so on and so forth
»« it i.Mas very siilar-.t- but it wasn't an enforced law thats what was

different.r s o peop 1e didn'f take it too serious 1y«

I wou Id s-ay then that the disabled people then have got to use some of their

political c lout to get some of these things taken cane of ,, ,, back in '68 we

cr e ate d t he Rr c h it e c t u r a. 1 E»anr ie r s B o and t h at o v e r s e e s t h e im p 1e m e n t at ion of

regulations on accessitaility of State owned bui ldings» It got expanded to
buildings open to and used by the public.,, the Board's got the clout to force

people to do it« In •"74 we passed a law that requires curb--cuts,, Whenever

the streets or s ida••••• *.ua 1ks ane redo{*"ia .... curh"~cuts have to be put in at the

corners.,- and you see the results of that now ,, a. law passed in '7'4 and nou.*

you go around here and you see them on .just about every corner»

JEs Veah.r we 11 we've only .just got here and haven't been around.,- but 1 know

in Sante Fe it wasn't clear.,- if was hard,, After going there from Berkeley

it was like going from heaven to hell*

The difference is in how the disabled people have used the political process

to get a. job done5 Vou have to have a political organisation to do it and

its got to foe toroad foased» It cant be the SI here and the CP there and the

MS here « « its got to he all together girls* We're going to go after a.

piece of legislation.,- we're going to go to the right place.,- we're going to

do our homework..- we're going to plan out exactly how to do it..- who makes the

decisions and how they ana made/ and tinen we're going to dance on their

heads* « one by one by one.,, until it gets done,, find it happens.,• and you

don't ne€*c*l a. lot of people« 4 or 5 people i\i wheelchairs can do one hell

of a. lot of things,, „ ,, if you get your act together.,, do your homework and go

do it and stay with it until it gets done.,, because non-disabled people get

very intimidated by a group of wheelchairs and they'll do almost anything as

long as its reasonafole»

JEs Ves« Its beginning to happen now, I just cannot unde-rstand why its

taken so long- I mean.,, its ten yaars later than it is in the States« fls-
I say,- its been going on; people have been doing it as: individuals.,- they've

i^been doing their own thing basically and not organised on a. level,, We've
had no Coalition of Citizens with Disafoi lities or- anything like that* „ and
thats the sort of crux of the matter,, The only thing we've got is the

UPIfiSn Have you heard of' that? <No> Thats a. sort of very radical.,.

M anx is t .,• 1e f t w in g o r g an i s at io n«

Don't get involved in that stuff because they're raising a. ».uho le mess of r-ad
herr ings that you don't get nothi ng done«

JE s Exact ly« Thats the reason why they haven't got anything done- Thats
iuhy you need a more middle of the road thing sort of like what happened over

here j ust C it izens w ith D isab i 1it ies com in^ together,, I th ink the

att itudes ane d if f erent« I mean the Eno\ Iish psycho Iog ica. 1 foanr iers ane
much stiffer to break down «« people tend to kind of stick M.*ithin their own

kind of groups much more and thats why these kind of groups have tended to

sort' of perpetrate arid keep it together« I mean the SIR are probably

'••••CI. person „ ,, « » even though that is- my own experteese and :i.n terms err my own

e x p e r ie nc e w h at I k n *:::* w I c an d o and c an't d o and b e c o u n s e 11 in g« R n d t h e y

accepted that and they said Veah thats fine and i-f- you see that thats a

•question thats got to come up« » «

That broad base is- so important here« We have, had in Mass,, the Mass
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Counc i 1 of Organ isati ons of the Handicapped whi ch today is k indof defunct .r

fout it existed 1@ years ago and it helped to get a number of the laws

enforced« Then the Mass* Coalition came along in the last three years«„

and it is somewhat organised ,, « and something,, «???taac.k» ,, One of our

problems in the Disability Movement is- that we have got so many ofthe things

done « « the laws been created..- we have Rrchitects Law.r Transportation Law

coming along even though it hasn't gotten off.r but at least its on. We've

got some housing.,- not enough..- but some* IL program thats reasonably

comprehensive and now ouur disafoi lity groups don't know i.uhat to do« ,, so its

k in d a. f a 11 in g apart« T h e r e s <R ? >evo 1u t io n t h at s t anf w it h d e f in i n g a. s e t

of profo lemsand people say we are going to go after them,, find I was part of

t h at b a.c.k in t h e Iate 6 &s and e ar 1y 7 6 s and in t h e o u t s id e w o r 1d,, I s p e n t

a lotof time up on Beacon Hill getting laws passed National Spinal Cord

Injury Foundation.,. National* ,,,,«,« ,, and working on those national issues and
opening those particular concepts,, find a^? a. group of us both in Mass,, and

then nationally we were pushing those issues and some of us have gotten into

positions of responsihi lity,, I am running this agency> another guy is
runn irv^ the Trans it Author ity tak ing cane of the transportat ion of h/capped

people here in Boston« The firchitecturaI Barriers Board has some of the

old folks on it that we were involved with yeans ago » „ ,, he's on the Boarc*!

(^^-aking RD rates.,- making those decisions* Me have an office of h/capped
affairs that has people on if that,have been with thedisability movement for

a long time,, Fi lot of the rafofo Ia*"**rousers of afew years ago we are now

responsible for running it« Vou ».uill have to decide if thats the way you

wentto go*. Its a. perfect ly reasonable p lace to go on do you {.uant somefoodv

else to do if for you and you te L L them whe.t to do

•JEs No no. Thats the way to go.r its just a matter of getting there,, In

England there is nobody at all... there's no disabled director of social

services which is the eoLuiva.lent of rehab services*

Do you have any g.ualified disabled people to do the jobs?

•JE J! Oh yeah they are around,, Vou find them on campuses or Universities

earning their livings there.r or directors of Spinal Injuries Assoc and so on

or so forth« «* or housing projects«

Directors of things have got to be encouraged to go after State jobs and foe

responsible for «»«,,« in England* They have got to apply for the jofo and
Ljuse the po 1if ic a. I c Iout to g a t ther e **

•JE i! V e s... it s a Im o s t 1ik e c h ang in g t h e s y s t e m in E n g 1and» 11s a 1o n g d r awn

0 '...j t p r o c e s s-«

Vou have got to get in it* find you gotta use that,, I'm on the inside and

1 do what I can do when I can't do anymore,- I make sure the people on the

outside that want the same thing done know i.uhat it is.r and then they can go

up on the Hill and lofofoy an issue when I can't go up there.,. I can't do that,,

So its Ins i de/Outs ide,, Good guy/Bad guy „ Whatever approach you want to

use,, Rather Machieve li fout it all works 8

JEs When did you consciously decide to get into the position you are in
now? Was that in the early days? I mean.,- how did that come about?

I had no idea in the early days that I .wanted to do this job* In the

Summer* of 7*6 this jofo was vacant and they were looking around for someone to

•fill it« They wanted somebody who was disabled and after some discussion

with people responsible for filling the jofo •-•* I went in and talked to them

to see if they were interested^ and they started courting me and asking me
to dothe jofo.r and I thought.,, hey.r thats a. helluva thing to .do« I was inthe

computer business.,, running a department for systems deve lopment for

Honeywell* I thought it was a tremendous opportunity to come and manage
something big.,, its a. 4@mi Ilion dollar agency.,, and deal with budget issues.,-
Pers one I... Iabour r e 1at ions .r t h e v oc re hab prog ram .,• c o ns u mer is m.,- IL.,. t he
Po Iit ic a I aspec ts of r ur•n in g an a.o)enc y,, 11s bee n he 11u,..-1 a. Ie arn ing
experience for those reasons I ^\ii-.-ia„ Did I ever think I was going to do
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it.,- ten years ago?' Mo- I always thought of myself as a computer programmer

and manager and stay in the computer lousiness *- its a. great business.,-

someday I'll go back.« mayfoe-

.JEs So it just happened like that ,, » the job came up and you decided.,, thats

where I want to foe,,

flh- Veah.,. maybe 1 wanna do that,, I did some deep thinking and I talked to

some folks up on the Hill and the then Govenor and his Secretary of Human

Services came after me and asked me if I'd do it- find I thought about it a.

bit and then said I would,, I got leave of absence from Honeywell,*

•JEs What does it take to do something like that in the States •-• do you need

a degree? What are the g.ua 1if icat ionsrequ ired?

I have a Masters Degree i\"\ Nuclear Physics,,

The point iSj- the qualification for a. political appointment ar-a not terribly

re levant

J E « V o u m e an .iu s t a. f1ast e r s d e «*.'1 r e e

N»."**.,. you wou Id not need to have a. masters» Vou need to have a. reesonafo Le

experience to foe a.fo \a to do the jofo« For some one who ha.s not foeen a.

manager to come in and manage a. $40nf» e.gency does not make sense« For me

it ma.de sense» I had foeen a. manager in ole.ta processing for about three

yesrS/ where I ha.d been responsilo Le for a. department of *4U peop Le.r date,

processing.,- pretty cornp lex stuff.,, budgeting.,, contro 1 ling and discussing and
all the stuff you do at management* Those are the things that made it

viable for me to think I could run this place,, Not the degree I had.

JEs Did you have that after your disability?

I was injured in I960- BCIL started in 72« So I have been around for a

long time-

JEs Do you think that there is a. place in the independent living programme

f o r m ana.ge m e n t t r a.in in g

Oh yes.r we are training an a.t.ufu 1 lot of disabled people to nun things-
k^J That is part of the challenge and the responsiloi lity of independent living,,

So the people come out of the independent living programmes and it is now

v iab 1e f o r t h e m t «:::• s ay.? I •" m g o in g t o g o f o r a. V a Ie p r o g r axftm a.,. it is
something I could do

JEs So one step* lee.c-ls to another

Did you meet Max Stancroft? That ^uy in another yean or so.,- two..- he is a

bright guy.,, it is- ^oirv?) to be reasonable for him to take on a high level

position in government.r given he wants to do it-

JEs I was very impressed foy him- The whole St- Louis parag.uad centre

really stems around him and his organisation

He is bright.,, he is young.,, energetic.,, learning how to manage things.,, peop le

JEs So how do you see the independent living movement now.- at this stage

intime.r when you think about the cut backs that are going to happen

It is a period of consolidation- Consolidate the gains.- document what we
have done.- and try to hold if properly

JEs Do you think there is enough documentation

No- Definitely not- We have been guilty of that here and I have an

activity going on present ly.,. somebody writing up the history of independent

1iv ing .*• p ay ing mon a y to have it done« D o«:::. u mentat io n of what we h a.ve d o n e..-
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cost effectiveness of programmes and all that stuff

JEs When do you think that would foe ready by

fl couple of months- Did somebody o}ik-*a you the Stir-bridge Report?

JEs That's the Gurven de Vung book- Ves,~ I got that off Gini Laurie

That document for me is one of the contemporany documents of the day that
turns to the future .r and defines some of •the problems and the approaches to
them andI think that document is going to be good for another three or four-
yeans.,- because we are not going to makeenough progress to obsolete that book

for a. few years- The problems are significant enough and daap enough so

that they will continue to be problems.,- especially when some states.r like
Mass- ana way ahead and others... like Mexico are.just beginning to deal with

the profo Iems .r you've got those differences and you will have those for a

while until we bring everybody else up to speedy so the Stir-bridge document-
is going to foe very helpful for the new fooys in the folock.,- that is one of

the reasons we did it.r to help the new fooys in the folock

{JJE s It was a. criticism I had of ESerke ley.,. I said there is very little
documentati on about the centre» There is Hai 1 Zukass •" CIL Hi story .,• whi ch

is- alright but it does not really cover the details of what they had to go

through to get that place organised.r yet they still think there is- a. lot

written on it.r just small articles written by various people within that

m o v e m e n t t h at h a.ve d o n e t h in g s .,• 1ik e G r e e s C u r t is.,. D e b foy C ap 1an.,. t h e

directors etc- I suppose they are not going to admit it.,, but it is not

th e r e .»• t h at k ir•d o f d o c u m e n t at io n o f h o w t h e y foe g an,, T h e y w e r e s o

significant.,, being the pioneering group.,, at least on the West Coast.,. 1 mean

here it is different - « «

E ast C o ast .r W e s t C o ast« 11 h as foe e n v e r y i n t a r e s t :i. n g,, V o u •" v e g o t a.

c o m p e t it io n g o ing as t o w h ic h s t ate is g o in g t o h awa t h a b e11e r s t ate w id e

independent Iiv iyio) programme

JEs If you went back to the beginning no*.M.,- how wou Id you see yourself
documenting that as you '.Mere doing it.r because as you say.,- at the time you

just want to get the thing going

(JVou have got to put it in the budget- Put $2000 or whatever you want to
put into the budget to put a. report at the end of the yean of v.*hat you have
done in the yean- Vou put a. little money aside to write a good annual

report- Vou get somebody good- It,rs a. progra.mma.tic description what you
ana looking for- Vou can get your bookkeeper to tote the numfoers up

JE s Vou mentionned the Stirforidge Report.,- what other things do you see as

vital reading

Maybe what you ought to do is ask Lex to send you a bundle of stuff.,- M.'ha.t he

thinks youought to have.,, get one of everything he has got- He has got a
whole list of media stuff that you can use.,, buy it all- It will cost

somewhere near $200 to getit all..- fouy it- He has profoah ly got the most

wr itten stuff of anybody -That is why you m issed an opportun ity .r not go ing

dou.in to see him-

••JEs The impression I got on the West Coast- People '.Mere a bit suspicious

of peop le ».uho wrote too much

\.t\%£ •** i.j^ had a. very close relationship .with Gurven here.,, as a matter of facthe

wrote up the Stirforidge conference- We '.Mere i-.-xany lucky to have somefoody as

skilled as Gurven to write up that conference- It was also the message of

how '.Me put that conference together.,* that you may want to usa over in
England.,- get together some work groups.,, questions and topics.,, and ask « ,, »

J E s B e f o r e h and
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Ves.r we organised that thing to the hilt before anybody came in through the
door,, We trained our workshop leaders arid put people through two days of
intens ive for a.in storm ing and tr ied to get concensus end recommendations.,.
issue clea. li ng.,. and deal M.'ith some futuristic stuff- Look at the structure

that '.Merit behind that..- you might want to use that in England as an approach.,-
to find out.r where the hell ana M.'e..-- where do we want to go

•JE! It is a. matter of getting people together to do that

Get a grant from somebody to pu 11 peop le together for two or three days.,, a.
for a.in s tor m .»• wh ere d o yo u want to go .r d e v e 1o p a c oa 1it io n .*- an o rg an i s at ion f o
deal with it.r to pull people together.,, maybe each one of these organisations
'.Mould put up some money.r SIR.r DIG.,, all of them.r put up some money-

Structure it.r what do you M.'ant to get out the other and of that conference.r
M.'ha.t do you want to achieve.,. M.'ha.t do you M.'ant to leave behind.,- ask those
questions.,, make sure you know M.'ha.t you M.'ant to accomplish^ not just get

people together to talk.,- they will talk anyu.*ay,r but you want a. result out of

the other end.,- a nationwide organisation.,- you want to put together a

s t r u c t u r•e .*• an a x e c u t iv e c o m m .i. 11e e .»• an a.*-*) a n d a..,. d ia. 1o g u e s

\^JE s Just hope they will be able to loosen up their individual identies.,-
i n h i b i t io n s e t c,,

Vou can be the catalyst for that- Vou have a. certain credifoi lity with the

peop le that sent youover here and you go back and become the cata. lyst —f= <m* i"*"**

t h e n e x t t h in g t h at is g o :i. n g t o h app e n .r d e c id e '.«.«hat it is - S u r p r is in g '.mh at

a. person can do-

J E « fls 1o n g as y ou h a.ve g o t a. f e '.m p e o p Ie u.«o r k in g t o g e t h e r w it h t h e r ig h t

ofojecti ves

f-r.o °\ r i§

^
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Go inty hack to the foeg inn i ng..~ we never thought of th is foeii-ig so structured as

I am describing it.r M.»e were doing it by the seat of our pants- We got

together and moved the issues and we '.Mere going to go after this and after

that and I '.Mas sitting i\i the middle of this with a. friend and both of us

M.te r e f e a Iin g e v e n t h o u g h t h is w as n o t t e r r ib 1y s o p h is t ic ate d at t h e t im e w a
'.Mould really organise things.,- and u.»e '.Mould scheme together ho'.M M.'e '.Mould go

aft e r t h i s an«::••! t h at

•JEs Vou had no idea, '.'.'here you '.Mere o\oino}* Were you concerned with

yourselves or M.'ere you concerned '.m ithothers as well

We were interested in pushing the movement.r pushing the set of issues and

getting something done for disafoled peop le

JE s How do you see the Coa 1it ion of C it i^:ans w ith 0 isafe i Iif ies he Iped that

P r o c a s s a. 1o n g .,• in d a p a n d ent Iiv in g m o v e m e n t

T h e y h a 1p e d p o 1it ic alb-1.,- t h a y h e Ip e d in s o m e o f t h e anc i 11 iary i s s u a s Iik e

rights for handicapped peop le.r voting rights.,- impact in Washington.,- which

w a*> a s ig n if ic ant p ar-1 o f t h e j o b - F r ank B o w .r r u n n in g R C C D d id a b e auf if u 1

(v^3ob« He too had a. profo lem with frying to do good without doing we 11.,- the
financial house within FiCCD is a. rats nest/ so he is s-pandivity an awful lot

of time trying to fix it up.,. I'm not sure whether they have got it fixed up

yet- Frank was way out froont with a. lot of programmatic stuff.,- fout the
house foack here,? rotten •"i.pp Le

•JEs So the inbuilt weakness is- the business side

IEvery sing le time- One thing you take away from our conversation.,, make

damn sure your bucks are iri order

JEs I '.Mould have- thought if anyfoody had it together on that level it '.Mould

have toeen the Fimer icans.r mayfoe it is because .there is so much a.vai lafoi lity

of bucks in certain areas.r if is something that is taken for granted more.,-

t h e m ate r i a I is t i c 1a v e 1 I t h i n k

I M.«ouId not put it that way.r I would put it that there was programmes.,- u.«ith

people trying to run a business and programmes with people who c-lorr't know

how to deal with bucks

Jl:::. - ':::»o ho'.M do you overcome that

The way to overcome it is to dee. I M.'ith the issue hea.cl on.*- to get somefoody

who knows the books wherever.,, a. good accountant.,, a good accounting firm.,- to

instal a good set of books in your organisation and stent it right.,- make

sure you stay with it.,. dorr"t change if a.long the '.May

JE» Do you see any difference in whether that person should foe a. disabled

parson

Vou need a. bookkeeper^ you better get yourself a. damn good bookkeeper*^ if he

is that *" s n ice« 11 •" s true of an execut ive d irector runn ing iindependent

1iv in g .r if y o u p u t :i. t in t h e h and s o f ad is ah 1e d p e r s o n w h o is n o t c o m p a t e n t

for the .job.r you are going to kill him- Vou want to get people that ana
disahlad that have the abilities to dothe jofo.r mayfoe they are not g.uite

t h e r e y e t.,- fout v e r y g.uic k 1y t h e y w i 11 r is e t o t h e o c c as io n .«- fou t y o u c ann o t

afford to take somebody from ground @ up to that at the same time you try to

start a programme from scratch.,, because it is beyond the afoi lity of the
}oinj,}-".::.r.Qj-~i -ho q}q it- Me saw a "coup le of times in BCIL that the directors of

that in the early days did not have the capabilities of building that and
that is why the BCIL has gone to a non-disabled director^ fout on the staff

there are many disabled people- Now it is worked out reasonably well* In

Morcester.,- the director of that started off disafo led.,, and he did a nice jofo

getting things started,r then he moved on to other things and since then

t h a r e h as foa a n t w o n o n •*-d i s afo led d ir e c t o r s,,
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JE- Do you find any sort of dichotomy in your experience in foeirig a.
commissioner arid a. consumer at the same time

I am not a. consumer

•JEs Vou are not a consumer^ you must foe- I mean.r in some '.Mays you are
r e c e iv in g t h e s e rv i c e s t h at y o u ana p r o v i•::*! in g

I am not

JEs Ho? How do you overcome that.,. I mean I carr"t o|.uite see that

I don't receive services of a vocational nature or a. community service
nature from anybody- I am not a. service receiver in that sense

JE« Why.,- because you provide them

No.r because of where I am with my disafoi lity

I don*rt conceive of myself as being a. consumer» I am an administrator of ••

IVoc- Rehab« Flgency that happens to have a. disafoi lity,, Hopefully that make.-:

me a little wiserv to foe able to run this place a little better than

somefoody e Ise.r and you can't '.Mean the two hats.,- foe a consumer and an
administrator at the same time.r inside one organisation^ you can take that

hat arid go outside.,, but you better be careful when you do it and who you do

it M.'ith« Vou may represent the consumer community... I do that as an

administrator of Voc- Rehab- fout I am not a consumer.,- fine points but

im p o r t ant p o in t

J E s I t h in k I h ave g o t it

What are you trying to change on the other- side,, I dorr t know M.'ha.t

Disabled International is trying to do.r who is it trying to impact on..- who

is it frying to change., M.'here.r ho'.M.r how much,, Generally^' I think.,- it is a.

good idea.r fout what is it really trying to do- Is it information sharing,,

Even of itself.r that is- fine.r if that is M.'ha.t it is for..- they can hr-inty

other countries along,- give them ideas- If that is what it is for.r that is

good even of itself- Ek-it.,. is it trying to do more.r I don't know... are you

part of it?

<u
JEs No.r I am not pant of it.r .just trying to find out myself- I just

talked a little bit to Ed Roberts and he seemed to feel the need for

END-
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This side of "the idea, was had from a. liabi lit;:.-' point- of view.,, "they were
going *to get rid oi**" "the monkeys/ so I savs "to one..- I w-as friends with one of

"the people who wa.s cioinoi "to do "this.r so I says.r 1isten..- i*f you are going "to
get rid of "the monkeys.* I would not mind having one -for a. pet..-- I did not*
know it was illegal "to have one a~t "the "time.r so « «. « « Vou can^t own a. monkey
in "this country.,- so..~ bu"t I "took i"t on

•JE s Was i"t "thai" iyi "the be«2iinning "they "thought, it was alright/ or was it

under scientific research it was acceptable

Nell.:- that's kind of how 1 got it.:- I said.,, well why don't I do this,* I will

work with the monkey.,- then a.ctua 1 ly everybody looked the other wa.y mostly

anyway.,- so I lived with the monkey -for about three months training just

basic,,- come when you are called/- this and that and basic obedience..-- *.ue used

to have terrible « ,, „ it was fun though.,- and

•JE •; S o.,- y o u c o u 1d n o t c o n t r o 1 it

Oh.,, yes I could« She understood af:,ter a u.»hi le.,- because monkeys ana K'iary
LJ sociable tha.t we.y» .1 once saw acoup le of documentaries about gori 1 las and

apes aj*"id how they irrtera.ct u.iith each other arid %Jaj*"}e Gooda. I. I. as a. ma.tter ot

f act ... and I g o t a. 1o t o -f h e Ip f u 1 Pi in t s o u t o f h e r ..- in t e r m s o t' e s t ab 1is h in g

dominance and that kind of stuff.,- so I was kind o*f the head of her little

monkey co lony.,- and that is foasical ly the u.iay.,- although I think she thought

it was a human colony because she did not go with any monkeys

•JEs Did you call it that.,- or is that .just the name you put into it,- a

co lony„ Did it get known as the colony

That's kind of the way I treated it.,, that's about the best u.»ay to do it* I

always kept her on a. leash.,- she was never off leash.r that was the other-

secret* f\:% long as she knew I had the other and of the leash / you knew.*.,,

the minute she knew that I did not.,- then I ran into problems«, It was funny

though.r ale*out a year* after going through a 11 that training.,- I sitting down

in t h e 1o b b y.,- -snd t h e r e u.«e r e s o m e t r u c k d r iv e r f r ie n d s/ s h e w as m ak in g a

rounds saying hello to all the people and I dorr"t know how.,- but the leash

had come off of the collar and she did not know this yet..- I saw it and I

say... oh God/ so I called her back and tried tgrab a hold of her and then

{^Jshe took a leap and she looked and she says.,- I am not on the leash -Brid she
s t art e d d ash ir*g abo u t t h e 1•:::•b b y and I s a id / o h foo y.,- I •" m in t r o u b 1e n o w... w e

h ad v is io r'js o f h e r.,- b e c aus e w e u s e d t o h ave p 1ant s h ang i n g f r o m t h e c e i 1in g .,-

like in the coffee shop.,- and I said/ she is going to be here for ever.,, and I

sat here and called her and one of the truck drivers was going to go try to

call her.r because one bite from that thing can put you ivi hospital.,- so I

told everybody to* » and she .just was getting more frightened and more

frightened/ so I got the idea..- .just headed for the elevator and got into it

and she just bounced along back inside with me and just jumped on and then I

went back into the room and opened the door- to the cage and she got in«
Vou know.r by that time it ».uas home/ so everything was good..- but until all

that had been established.,- she would probably sti 11 be down in there noi.U/

but you see that is the thing where you can not train them i\i a separate

centre.,- because they develop social.,, personal relationships that are not

transferahle»

-JE j; Is "that what they were trying to do in Tufts / train her there.,, or what

There/ the idea of the psychiatrist and.,- well 1 had very bad « » « with her*/

because her'* ideas were cuckoo« Vou know .she wanted to implant sharp

devices on her and take out all her teeth and I says.,- lister./ this monkey is

leaving in the same *.uay it came/ and I finally kicked her out after about a

year,, She just wanted research money and all that kind of stuff« But

anyway..- that is when we split up.,- I told her to go our separate ways and
kept Crystal with me.r we kept on trying to work on different things/ you

know.r on our own and we were having a ball and she was more or less just a.

f r ie n d« &u t / t h e p r •:::• b 1e m w as / I w o r k / and s h e s t aye d in t h e r o o m a. lidu r in g
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the day and I just did not think it was fair and I could not bring her to

work either because there wa.s no portab le Johns that you cou Id bring along,,

By that time I had her trained so that she would just go in the cage,, If

she was ever out in the room and she had to go.r she whipped back into the
c a.*"*! e

•JEs So she wasn't shitting and pissing in your room/ but everywhere else

Ho.,, no, just in the cage, well when you are down in the lobby and she has to

do it, she doesn^t he.ve much trouble

•JE s I always thought about that when I rea.d that article

Vou have to lead a very controlled environment, the minute you » „ ,, also

controlled as fan as people are concerned and that is- where I was mainly

concerned/ like in terms of PCfis and * « „ you bring a. new PCH in, that the

monkey is not used toand the monkey may not like it or may, you know, God

he lp you PCH

JEs Did you have any problems there

O
No, because I did not go through a. change in Pi;fl at that time- No, I did,

I had one change«

JE n Do you want a. beer* by the way

N o t h ank s , m ayh e at ano t h e r t im e

•JEs Vou are famoui* the world round. Everybody thought you were crazy,

but I think it is great youhave done that,, If never got beyond that stage»

Everybody was thinking of you, but no one was thinking of the monkey

Well that is what I finally reached the stage at« .In order to adapt the

monkey to do what you needed I just thought it was, you know I am '...'ery

strong for animal protection and all that, and I .just did not think all

these things that they were planning to do were right so we told the

researcher to go« Because I owned the monkey from the K^ary loe'^innivi'^.r I

bought it off of Tofts for $.1, because they just wanted to get rid of it«

I let them use me because in the beginning I thought it was an idea, with

(^potential, but then I saw that it ».uas not,, They did not buy that, because
they wanted to alter and adapt, but I said no, that is where I am going to

h a.ve t o g o

•JE s So you went with the monkey« Mhat did they do, did they go ahead

w ith any other ^'xp^r i merits or no

They got a couple of other monkeys and took all their teeth out and took out-

all their sexual organs, then strapped little shock devices on their backs,

where i"^ they misbehaved you could press a. button« But even with that,

once youget out of a. controlled environment like I am in.r if there is any
chance for freedom.,- I don't care hou.« many times you shock them or i.uha.t, he's

gonna split, I know I would* But it was a. lot of fun, we got along well*

She is now, I put her in a monkey refuge, because I felt badly about leaving

her, it isjust not good for her to stay alone all the time,, I was getting

home and then some nights when I was tired and I did not take her out of the

cage she would really let me know about it,, She definitely had a

personality ofher own, and it was like saying, listen Bob, I""ve been in here

all day and you are not going to take me out, and she would start throwing

things around in the cage and rattling the door and causing all kinds of

uproar and I finally got the hint that maybe this was not the best lifestyle

for her. She would still be around today if I had worked something out.

It was either staying in all day and taking care of her, which was not

r e a. 11y m y c u p o f t a a , or it w aw p u t h e r s o m e p 1ace wh er e s h e w o u Id h e happy „
Some day I will have to go up and visit her

.JE s Where is she
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She is close by, I don't know exactly. I called up this old lady that

takes care of monkeys and she came down and whisked Crystal awa.y one weekend

and I know the address, taut I have not got a chance toget up there« It
isout of the state and up north some place

J E ;; H o w d id y o u g e t in t o it

Vou know the hospital, I work over there, you know they tack up like there

is going to be a seminar* like open heart surgery or something, and then I

sa.u.i that some one was going to give a. talk about the idea of monkeys helping
with disabled, this was .just going to be for the OTs, so I says, hey, would

you mind if I sat in on this, and so I sat in and there was a little slide

shout, and I said to the person involved, the psychiatrist, you know..- I would

be willing to try it if no one else u<i!l« Tufts never followed through on
it though, in fact we g•:::«t a 1ot of pub 1icity on it hut they never backe•::*! the

project from the {^ary beginning* Nobody did.,- I bought a monkey and

supported it all on my own,, They refused her,, She still worked for Tufts

and she needed that name to get her"* into other places, so after the monkey

had stayed with me for about three months, since I live in the hotel and

i^ a 11,, one of the newspapers in town here got i.uind of it and said they would
like to do a. story, so I said sure, so one little reporter ca.me by and put

it in a. local newspaper and t.uithin the span of tu.«o weeks, I had literally

h ad 1ik e t h r e e in t e r v ie w s a. d ay , f o r t h r e e w e e k s in a. r o u.*, T V c r e w s , and I

have a friend who lives in London and he sent me one of the inserts from the

London Times, and I said how on e anth did that even end up over there,, I

learned a lot about newspapers and reading and all and K^ary disillusioned, I

was very disi llusioned about the newspapers. Towards the and I was saying,

listen folks, because I was getting a. lot of letters from disabled people

saying listen, we ana o)oi\"V3 to go out and buy a. monkey, and also there was

letters from parents thinking they were going to go and buy a monkey and

they were going to have it sav-^a their kids* They ana wi Id animals and I

was concerned about this« When 1 started getting that kind of mail I told

t h e r e p o r t a r s , 1is t e n t h is is s o m e t h in g y o u c an n o t t r e at v e r y Iig h 11y , and
would you put this warning in and tell people that it is not a. good idea,

and I told the researcher that, and they did not listen, they just wanted a

cute little story that would sell,, So after a. while I turned down four TV

shows in the States, because 1 said you can do it this way, and they said

no, so I said see you later,, Well I had to draw the line, if I had kept it

(_r/up I probably could have wheedled it into a ,,«««« but I was not interested,,

•JE« So for a time she did things for you

No, she never ever dida She never did one thing for me. What would

happen ".Mould be, the reporters would come, and it would be like putting a.

circus animal through tricks, the reporters went ooh and aah and think that

this happened morning, noon and night,, Vou try to tell them that these are

Just tricks and all that» I had been working at Tufts for seven yeans

before any of this hap'penec! and peop !.e wou !.d stop me on the street and say,-

how on ean"th can you work without your monkey, they were all concerned about

me because I did not have my monkey, and I was saying wait a. minute, you

qiuvs are getting the wrong idea about what is going on*

She never hurt anybody while I had her, which was good* What she wou Id do

i'{" she ever got an9r';:••,.r she would run to the other side of the room and she

would bare her teeth like she was going to change a."b me and she could be a.

ivier...... intimidating little thing, but «.uhat I do is I charge at her with the

wheelchair and she would taj-ce off the other way. What you can not do is

show any fear*, so whenever she did naything like that I .just gave it back tc

her and fortunately if worked. I knew I was playing with fire a little

bit,, It was something that I would probably do over again .just for the

experiences. Of course, I still own her so if I ever get a good living

situation again I could get her back I suppose, depending upon how wild she
had become.-, One in which she wou Id have a little bigger open space ano!

some company during the day,, So when are you folks going to have some free
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time whi le you are up. « *

B i 11 P o we 11 ••••• S e c o n d I n t e r v i e w

JE s ««««,, so many, is it .just because you had not got your scene together,
I mean it must be pretty hard right after to get things moving

Hot just that, but Independent living did not its act together

JE s So the who le PCFi thing had not started

Right- I dorr't think it has got its act together to my satisfaction yet

either

JE," There is a lot of empty spaces

Veah, they ana so easy to fill but people are not willing to do it» I have

(j come up with several suggestions that are „«,, but you need some kind of
commitment from the people to «»«

JE s Do, you have anything to do u.tith the CIL at all

Veah, I am the chair"*man of the CIL

J E s W h at is t h at, t h e C h a ir m an o f t h e B o and

R ight« So I don *" t spend toomuch t ime over there

JE!! i; Vou .just have month ly meetings or something

Righto I make sure I am there

JE » Vou mean you carrot get your ideas in or they u.tont accept them or what

With the economics of everything and also with the staff and all heading in

one direction and for some reason the clients, there is not really a. good

l)sense of community

JE s Vou mean they ana .just into taking, we came across that in Berkeley,

they were just into taking what they could get and u.*hen CIL Berkeley is

staggering around trying to find out where they are going to go next and
where the money is going to come from, nobody seems to be helping out

Precise ly« The staff is worrying about keeping their .jobs, the members ana

w o r r ie d aho u t g e11in g t h e ir c h e g.ue e v e r y m o n t h and n o h o d y is c o n c e r n a d aho u t

p u 11in g t o g e t h e r a c o m p r a h e n s iv e p r o g r•amm e t h atw i 11 e n s u r e e v e r y b o d y •'" s

f u t '..4r e b e in g g o o d

JE s Vou get the idea, from outside that there is a. comprehensive programme

and P'eople*' s needs are being met, but the.t is- not rea i \.y the ca.se

No, it is not,

next usalBh

„„„,,« disafoi lify groups» It is really a distressing situation

J E ;i I4h at k in d o f g r o u p s

Like the department of mental health, for example, trying to ««« there was a.

la.w passed in 1972, they would have to Y-'-^y axpansasj- so they are under legal

commitm e n t t o p ay a x p e n s e s f o r d e — in s t it u t io n a 1is in g c Iie r•t s , w h e r e as s p in a 1

c o r d in ,;i u r e d o r o t h e r s , t h e y are n o t u n d a r any Ie g a 1 c o m m it m e n t t o d o s o , s o

i-^ you get into mental health programmes you are guar-anteed the funds, if
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the department of mental health has some- fi Iso it is time to drain

every bo o}y togefher , a 11 thes e 76 d i*ff erent or gan isations , b '..41 tr y ing to
br e a.k down those banr ier•s , because e ver yone wants the ir o wn Ii111e e mp ires

JEs Vou mean like the CILs and the Coalition of Citizens with Disabilities

Also with the deaf people and the blind

JEs That is the problem in England, that they ana all into their own

things,, I was under the impression here that people a. 11 worked together,

Elmer 6 arte Is told me that, you've got to get the disability groups together
I.ike u.ie have done here

They will meet like once a. month or something, but they ana not together on

any other basis though« What we ana 'trying} to do is move ivi that direction

and how are you going to co-ordinate you services, and ».uhether it should be

under one organisation or under several different ones, each buying services

from the others„ My attitude is now is when we should sit down and do the

planning for it- Not u.iait till we die, because at the and of this year,

the independent living funds go,, If was a four year pilot project funded

i^j by the

JE: What BCIL

The bas ic independerrt Iiv ir*g funds from the federa. 1 government

JEs fill of them

The chances of them renewing that grant are slim to none and that grant

supp orted the sta.ff of centres

JEs Find that is from the beginning of next' year

This October, no next October, October of '"82 is when that grant gives up

and so better find alternate money some place, that is the other thing that

is h app e n in g t h is y e an t h at is s o c r u c ia. I

J !:*! i! • F in d in g t h e m o n e y f r o m a 11e r•n at iv e s o u r•c e s

(\ Veal-"!, and fund rai s irv^

JEs Everywhere we have gone, people are into fund raising, &&K of the

time, ajnd they ana not able to put their energy into planning the programmes

That's where I think the Board should play a more active role, let the Board

people do that, traditionally that is not necessarily so either, there has

always been an interming ling, not really a c lean cut definition- Just on
my own personal basis that has been difficult to deal with- To say listen

people, you do this .job and it has been difficult- But if we don't do

anything about it we ana soin^) to be in an interesting situation- I don't

see how the Feds can .justify .just leaving all the people they are helping

out- That is why it is so important to try and bring the members together

so that they can talk in a voice when this is going to happen, you see the

more people you have screaming and saying listen, you see that is the only

u.«ay they are oioin^ to listen,, If they stay out there still waiting for

their cheg.ue to come, list! peop l.e on the* boand is not raa. i. ly effective- Keep

o u r f in g e r s c r o s s e d

JEs So you get attendants coming in to help you in the morning a^nd

evenings

Veah, that is it

JEs Other than that first year-

It has kind of settled down,, Well. I made a promise to myself that I would
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„„„ I was literally hiring people off the street, up by the sidewalk

J IE!!»» V e e.h, w e 1 i. y o u g o 11a. b a c ana f u I

I met up with some g.uite bizarre people- That was the one a.dvantage of

living ivi the hotel, because I knew the hotel people very well and they are

u{.**•»*•"•'....•, it is like a. fajyii ly atmosphere, they were fairly protective of me, so

if anybody come in they knew not to mess with me, which was good,, If I had

been living in an apartment it wou Id have been a. different atmosphere

JEs Do you get a. special rate for living here

Uh yes,

J E s W o u 1d it c o s t y o u m o r e t o 1iv e in an apant m e n t

Well actually it is costing me less to live here than in subsidised housing,

but I came here when rents were guite low, in fact the only business the

hotel did was hookers and strippers- This whole area round here is

infinitely better than it was. It was guife s leaze bags, that is how I got

(J 3. good room down here

JEs I suppose meeting people in the streets you can pick up all kinds of

w e i r d f o 1k s

Sure- But in a. strange sort of way too, the weird ones luere the ones that

protected me most, they were the ones that would do the crazy things

Bill Powell & Otto •- Interview 3

JEs It is still a. necessary part of rehab to try and help it along its

process I suppose, just having other people around going through it

When I iua.s in - » » » « Genera.I, I suggested to them that they have a. resident

cripple on the sta.ff, because I knew.* when a doctor ca.me round and told me

Lj stuff I did not believe it was so, when I saw somebody in a wheelchair that
I knew had been through this stuff, that is when I learned, watched how they

did things

JEs What did you mean when you said the CIL could be doing a lot more,

things like helping to take care of different needs, which they dorr't seem

to foe do in*^

Wa 11 it is a. quest ion of ir•dapandent 1iv ing ph i 1osophy» Ba<> i ca 11y the

phi losophy has be*en, if you want to live independently you ana out there on

your own and we do not want anything to do with you, you have got to "take

care of it all yourself- But even a. person without a wheelchair does not

do that- Sometimes you he.ve to go to a. la.*.uyer or a doctor or somebody who

ass is t s y o u , p e o p 1e ir• w h e e 1c h a.ir s s o m e t im a s h a.ve t o d a a. I *.u i t h w h e e 1c h a.ir

type issues and I think independent living centres should be a resource for

that kind of issue arid offer assistance and ---, kind of a specialised type

of approach- They have refused to do that at all- Their attitude is more

we will mail you out the PCff chegue and that is all we will do- That is

the most level of contact most of our members have with the CIL, not even

g a 11in g t h a att e n d ant, g e 11 in g t h e p ay c h e g.ue „ T h a y d o n o t t h in k it i s
their role to get attendants- I think they could do a lot of screening of

individuals « « - because I think a disabled individual just hiring through

the newspapers is at an insufferable disadvantage- Vou get some weirdo

coming off the street into your apartment, he can rip you off- Think of

female disabled people, males coming iv\,r a lot of ugly things which neec*! not

happen-
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JE s So what do you think is a. way of avoiding that

Have the Attendant technically hired by the member but also at•the same time
o j-* s taff at the CIL , you can wo r*k it «:::•ut ve r y n i«:::.e 1y 1ega 11y , I ta Iked to an
attorny about it- But that some other responsible authority — if you will
-*• besides just the disabled person, that can \orino\ prassura to bear on
anybody that does something nasty-

Its much more that the non-disabled person has: ^iary little to say „ ,, ,, I

think its a two sic-led coin too- Its kinda like a circle- The client and

the members aren't brought into decision making so they dorr"t make any
dacisions.r so the other people do and then they feel more cut off- Its

just like a. revolving « ,, - ----- to survive, we might a;s well get
together and find ways to do it in an easier fashion-

JE s Ves- That is M.iha.t I see as the main purpose of a CIL -«» that and

bringing together, it enforces the and bit- Because in the future peop le

ana g o ir$g t o h a.ve t o f in d w ays t o g e t ano u n d t h e a c o n o m ic h a&s 1e s t h at an a

going to happen because the cuts are going to affect them- When I saw

M E Imer Barte I Is I asked him does he have a conflict inside himself between

being a. consumer and being Commissioner and he said he i.uasrr'f a consumer he

was the Commissioner- What do you make of that?

E Imer thinks of himse If as E Imer- He doesn't really identify with

whee lehairs at all-

JEs Ves- I picked that up- When I asked that guestion he looked right

through me as if I should never have asked it-

JANE s It really was Kiary embarrassing-- »

OTTO s Elmer told me that his u.«ife was his Attendant- She does

everything-

JE- There's a lot of dedicated wives around-«-

BP s Oh yeah- If you were to take Elmers wife a.u.tay from him I honestly

don't think -«« I don't know «.uha.t would happen to him-

JANE s He has no other Httendant*:*'

BP s Nothing.-, He has been ixiany-iad ever since he got hurt-

JEs Thats a K^ary unusual situation., OK I mean, its great, the dedication,

b u t y o u t aka h is w if e away and i t a 11 f a 11s in« I k n o w t h is app Iie s t o

guite a. few people -« I mean, just small things like someone else driving

you somewhere, or getting you up once, twice a week or helping with a hath-,,

little things that take some of the pressure off- It must be enormous

pressure on his wife- What does his wife do*? Does she have a. livelihood*?

BP s She used to be a nurse and now she doesn't work anymore- Anyone that

i s mai*"*r iad and d i sah led takes an anormous amount of pressure» «

JEs Vou meet so many whose marriage has broken up-

BPx I was married for a while after I got hurt and then I wasn't- The

d if f e r e n c e is r*a a 11y g.u i t e amaz ir*g n«:::«w «

JEs Would you consider getting married again?

'-. G e n e r a. 1 Iaug h t e r« !•'

BPs If I was to be struck by lightening, yeah! She would definately not

have to foe the PCA- That would be the worst thing of all- Thats where I

see what went wrong with the other one- There is a. lot of confusion of

roles, but the other side of the coin is that you get strangers coming into
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we are

<now.

your lives a lot- There is really not too much privacy there «„ u.
used to it, but--- There's difficult logistics there--- I don't

JEs Do you have much on^oin^ involvement with people at CIL, other than
going to the monthly Board meetings? Vou had said you weren't very happy
about-- -

BPs Veah I do- To start they are definitely tending towards er« „ well,-
I would take exception to the work, proffessiona.l, because I think you can
have a consumer run organisation. I would say its definitely developing a
non-disabled middle management structure which I think is very unhealthy-

OTTOs Veah- Its not as open as Barkerley istt They have structure and
they work at the structure-

JEs But Berker ley gets criticism for lack of organisation1.

OTTO'i I tell you- „„ something between Berker ley and Watts-
feeling that this is structure and in structure it works, but
change in Boston, its hard to change the system-

O
JE. - Have you been to Berker ley'?

BPs No.

1 h a.ve a.

t there is no

JEs Its a. crips paradise- Wo one comes from {Berkeley, they all move
there- Vou see a. dozen new people in wheelchairs everyday,, The freguencv
of see ing wh a a 1cha.irs is Jus t extraord inary -

BP s W hiat ana they do in g"?

JEs I don't know, that is what I would have liked to have asked, where are
you '^oirv^j- what ana you doing- There ana a. lot of people that go to work.,
some people are hanging out- A lot of people doing voluntary work, because
if they aann over so much, they lose their benefits

A thing that they are doing in California and here in Massachusetts that is
nice, you can aann up to so much and still get benefits, they fake some of
it out of your pay, but in most states the day you start working «„- it's a

jrea.l lousy world --- the PCfl is not allowed to be a. family member- Often
l*-", I'd year- olds, who are not ready to leave home, the mother and father can
do the work, but they won't get reimbursed for it- It is a.lso wrong to
break up the family. In any really successful organisation the families,
parents, are involved- But here the CIL tends to tear families apart, so
they really look upon the CIL a*> a foeast

JEs There's only one place where I know the family is guite strong- That
is St- Louis, where the director's wife is involved with the care attendant
'trainins programme and referrals, at the same time, his mother seems to hand
around the place- There is a family set up, and that is probably guite
unique

Ottos No, there is the same in Buffalo, Tony Sara's family are in^iupH in
the CIL.

BF* u Is it Nepotism or, ho».u about other members of the St- Louis or Buffalo
g r o u p , w e r e t h e ir f am i 1y m e m b e r•s in v o 1v e d

Ottos No

Well/ ""that" is what I am talking about, 'cos Nepotism is easy to produce, but
that is not what I was talking about

\ TF- fin*- nf th*- most amazin* things about CILs that I have come across are
Vihi"™^ ™**ir, Van modification and transportation, gating
\±i,l!t *;„und, netting drivers, that kind of thing
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That is what I would advocate for, even job training, having other disabled
peop* le to teach others different skills

JE s So what do they do then

Nothing

Ottos fit ,, „ « « they do advocacy, I asked Buck Williams and he said this is

one of our famous programmes and it runs very well- I asked him, do you

have any problems between your board of directors and your staff members and
he answered like a politician, well these are the day by day problems you

have, no concrete answer, so he just jumped a.u.ie.y to another topic-

Vou see, the very active disaioled people like to exert themselves, but the

staff does not want this

JEs Why is that, is it an able bodied staff or have they got self

righteous over a period of time or

\^J Well I think they i.uant to move in a. direction other than what the disabled
people want- I think staff people, especially non-disabled, want to keep

their jobs- No*.u if independent living monies ana going to run out at the

end of this year, they could not care less about that, all they went to do

is keep their salary, so they want the orga.riisa.tion to go off some place

where they can keep* their sa. lenies

Ottos For professionals it is 'v'ay'y hard to say, you can live without me as

a professional, so Buck Williams answered me that they had a programme for

mentally retarded peop le and that those peop le need much more structure and

much more organisation than physical ly handicappe'd peop le, which I agree

with in some cases

JEs They take a lot of stick, Berkeley, but they do try almost anything

that goes, even if they fe.i 1

Ottos But professionals take the self reliance a.way from handicappeel

peop* le

K^J Precisely the problem you were talking about in Europe, the doctors want to
keep hold, once they lose control they lose their money, control is money-
Then you get back to phi losophy, should the CIL. be there for the disabled

peop* le or should it be there for the professionals

JEs It is there for the disabled people, that is where it started

Ottos 1he medica. I. doctors, they see the money, but so many therapists, I

oJorr't know whether they see it at first point the money, but their fee ling

about being a. professional and i~P they have to consider what they are doing,

and it is something they are doing is not necessary, they have to change

their whole image of professionalism and this is a problem for many

profess iona. Is

But what the CILs could be doing, they could be doing their jobs- Flight

now we have 6 disabled people, I mean mentally retarded in Boston and about

14 others, and those 2:0 people consume almost E'O"- of the resources of the

Boston centre, of the monetary and of the sta.ff

JEs That is bad management

Not only that but you just can't say to that programme go a.u.'ay, because that-

is the local CIL, you see it has been '^ery cleverly managed to be that, that

is the other side of the coin, because you can*'t get rid of it either

Otto s That is another impression I have, that the centre in Boston works

like the big hospitals, you get paid while there is a patient in the bed, so
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you have to make sure there is always a patient in the bed- If he needs
the service or not, he has to foe there- That is the first centre where I

had the feeling well that is the same way they are financed on their

services they provide and if you ana -financed this way you have to provide
services and then you can't say try it by your own

Did BUck Williams tell youhis salary- What would you think it wou Id toe-

Do you know about the other CILs around the country- The average around
the country is around '$'20 and he gets $35- -Then we have got four middle

management that ana all earning over $20,000 a year, those are just
p p o o*r*amm e m anage r*s

•JE s 11 s o un d s 1ik e it is a. fo it of a waste of t ime go ing ro u nd ther e
tomorroi.u

Ottos No, see it

The other side of the coin is most important, you can understand, you have
got all this money tied up, you can't Just say go aiuay

[^J Ottos That is the way the Europeans would run centres, that is the
E u r o p e an a.p p r o e.ch

It is good to know about if in terms of avoiding letting it happen to your

o w n c e n t r e s

Ottos It always depends who runs the centre, if there ar-e too many able

bodied on the top levels then it goes in this direction

Me dorr t he.ve any o! isah Led ,» » « we ha.ve a. guy hy the name of Peter Leyton,

but I don't even know what he does there myself

JEs But the board has 5OK disabled

For what it is worth, but like I say, the money is so tied up.r there is
really difficult decisions that you ar-€? going to have to make- It all

h a.p p a n e d r ath e r• in s i d i o u s 1y and t h at is w h y I foa 1ie v a i t is s u c h a s t r o n g

hoard that know what directions you want to go in and moves the organisation

in that direction- The board the last couple of years that I have been on

(^J it, I just recently became chairman, is totally managed by crisis,, The
director somes in and says we ha.ve a. decision that ha.s to be ma.de tonight,

nobody had any ti me to cons ider the ranii f icat ions, that is another th irv?} to

watch out for, management by crisis, that does not have to happen and should

not happen- When you have got a. director that does that to you, he is

going to manipulate you into »»- it is K-iary sinister

Ottos It gives no time for the process to run and find its way

find no time for the board members..- foy the time they get home from this three

hour meeting they are so spent that they don't want fo start trying to

figure out what the CIL. is going to look like three years from now- They

just try to get through today, that's a wery bad way to foe

Ottos Get rid of the professionals

-JEs That's what we've got to do, definitely, not get rid of them, tout get

in w i t h t h e m , d ir e c t t h e m

Ottos f\ good relationship, tout that is so hard to adopt

Well that is where a. person like -«« is so valuable, if you get an ««-» on
your side, he is so valuable

-JE*! s Ves, that is happening in England, we have got one guy and he is so so
good



Bi 11 Powe 11

What about that place Stoke Mandevi lie, isn't there anybody there

-JEs Forget it, the place needs to foe blown up.r I mean really., they mend
people physically and that is it, there is no counselling and what the.
doctor says goes- They ana not interested in what happens to you, they
just want to get you out into a hostel, hospital, charity home, anything, so
long as someone else can get into your bed

Ottos The same in Germany

JEs That place's reputation is c^oino) completely, mention the word sex
there and the doctors wou Id f a. 11 through the f loor

That is a. touchy subject really- That's something a. person can learn or
themselves too, I've been shown films about that- Down at -»« they have
course every year, it's a. whole week for disabled people to go and they h*
sess ions , group s a ncounfer wo r kshops and they start the who 1e th ing off w i
explicit sexual scenes of every kind of sex manageable, just to get you if
the mood that sex is alright

(jJEs No, the thing 1 was getting at was in Stoke Mandevilie, the
psychiatric social worker told a guy who was married that he could neve

have sex again and that area, is just- -«« he almost ruined their marria

i

e a.

e.ve

with

i. n

Psychiatric social worker, that is the two worst combinations- I don't

even want to see a. psychiatrist and a social worker, there was only one in

my entire life that I even struck up any kind of relationship with, you

could talk to her, all the others told me how I was going to run my life

JE s It is unbelievable what goes on

I didn't know that, I had glowing visions of Stoke Mandevi lie

JEs That is one good job I've done in America, just telling people Stoke
Mandevi lie stinks, it's just not on

Ottos That is the same a^> He idelburg

JEs They will prepare you, they will give you physiotherapy, two hours a

t^J day and Occupational therapy three hours a day and you will leave there in
fairly reasonable shape rehabilitation u.'ise, but in terms of your head and
in terms of your life

I think if* you develop strong CILs and have them communicating with these

centres I think that is where you could break: down a. lot of this

Ottos They fear that you ana trying to put the patients off the centre

Or try to tell them how to do their jobs, yes.v still over here, they ana
afraid of the independent movement- They are afraid of somebody that they

are supp*osed to be ta.king care of te Lling themhow to te.ke cane of you-

T h e y j u s t c ann o t d e a 1 w it h t h at

JEs There is an irrberes^in^) development in the South of England, where I

live, there is a new spinal unit, being set up and there is a doctor there ii

Southampton who is very keen on all the independent living ideas and he is
ready to go a.long with us a. {.most

Ottos This afternoon when you asked me to tell you something about your

trip and what you ha.ve learnt and the first moment I was so fired and sorry
I can't tell you anything

JEs It's a. terrible thing trying to force a. situation, I believe in
spontai naity- We read the BCIL report and thought that looked 1ike the

basis for «-»
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Well I think conceptually that is the hasis of it, it just has not been put

in t o p r act ic e

JEs If seems like if has gone a bit off the beaten track

Well, Elmer likes to look the other way- He knows what is going on but he

does not want to face up to it because i-f people 'found out about what is

going on, the joke that would foe around the country, so he is maintaining a

standoffish attitude- In a way it is justified because really his job is

rehabilitation for all disabled people and he can't spend all his time with

independent living, but I do think he has not exerted as much pressure on

the CILs to live up to their philosophy as they could

Otto W h at is t h e d i f f e r e n c e foe t w e a r• IE!!d R o foe r*t s and a. M e.ss» c o m m i s s i o r*e r

There is none, who is Ed Roberts, oh, the name strikes a bell, the Berkeley

guy, oh, there is a. world of difference- I never met Ed Roberts, just

knowing what he does, I mean he lives the disah led life, Elmer lives the

profess iona1 1i fe«

(i JEs I stayed with Ed Roberts in his house

Ottos Bill told me he is more a symbol than a. commissioner •who wants his

office

JEs He is prepaned to get his head chopped off for the disabled, he ».vou Id

go out there and he would not care *.uhe.t anybody thought of u.*hat he said, he

would say it, in public, he has taken an incredible amount of criticism in

the Ca. 1if orn ia. conser•vat ive prass« There was th is ame.*z ing ant ic 1e

t y r ann i s i n g h im foe c aus e , it w as a. fo ig t h in g 'D is ah 1e d D ir e c t o r o f

Rehab i Iitation Services Pours Money into Independent Living Centres and Finti

!< lu !< lux K Ian factions and things like this, because they know he is

political, that he is a radical and they will get in on him in that

The CIL is a radical animal

011o s H e is a p o 1it ic ian , h e k n o w s h o w t o p 1ay t h e g ame

T h e o t h e r s i d e o f t h e c o i n i s i f t h e r e i s a. I. o t o f d i s ah I. e d foack 1ash , p e o p 1e

( j see the disabled and the money they are getting and they are slowly foui I.ding
up an anti disabled lobby

JE! s E'eca.use of the radicalism you mean

No t t h e r ad i c a. 1 i s m , t h e y ana g e 11 i n g a. 11 t h e mo n e y , t h e e c o n o m i c c o n d i t i o n s

in this country are diminishing rapidly- The average person u.iith a fami ly
««« and when you see the disabled people fighting to get money tosurvive
P 1u s t ak i n g o v e r j o fos t h at p o s s i fo 1y h e c o u1d t ake o v e r t o o , t h e s e n t i me n t i s

not one of »--« I would say even five years a.go people would foe willing to
help, now they are so lousy just trying to sur^i^e themselves that help isout
of the guestion

JEs It is not going to get

. I wou Id think in England that could foe a big problem, the level of

unemp* Loymerit over there

JEs But you see in England disabled people have not got out in the

forefront of things ^jery much, it is only just beginning to happen- In
terms of welfare they sa.y well the disabled are taken care of

Ottos Which possifoi Iities have CILs to finance themselves foy their own

If you develop a good corporate structure, ha.ve "the members of the centre

coming in and have little places of business, people like running, oh the
classic example would foe a computer, you know consultant lousiness, have
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another group running another kind of consuItant business and they couId

sell their services and finance the centre that way, and I clorr't see any

reason why they could not, and those members could be teaching other members

who would foe interested in whatever type of lousiness is around, they could

foe teaching them and bringing them along too, so they could support

themselves iJery well, for the whole community- Instead of having people as

.ju s t an e.ge n c y t h at ahs o r fos , g iv e s o m e t h in g foack

Ottos Tony Sara, is thinking of building up a radio station in Buffalo

That is another good idea, a radio station- That requires a lot of initial

0 v e r h e a.ds

Ottos He has the whole eguipment- He thought you must pay #108,008s to

get the permission, but it costs you about $5 or 10 to get the permission to

put up your own radio station

Depending u.ihere you ana,. In Boston here it costs guite a bit more than

that, but still on a re^onab le level

M Ottos I think this idea is great, it was the first time I realised that

there are possiloi lities to finance themselves

JEs That is no good for Europe though is it

Ottos Well I don't know, but if you tell people in Europe that in the

States they try to do this and this, they ha.ve other background information

to find out a way to do it, lout providing services might toe one of the most

importarrt poss ifo i 1it ies« If we start someth irig wh ich depends on the money

of the government, forget it, it is not possifole in England and no more

possible in Germany, there is nonioney

Vou could even do it on a. smaller town thing, foe an accounting consultant, I

m e an i11 is .ju s t a. g.ue s t io n o f m ak in g t h e r ig hif c o n n e c t io n s

JE s 11 is a possifo i Iity

1 think in terms of survival it is important, you have to figure out a way

"to foe c o m e s e If s u f f ic ie n t« T h at c o u 1d r u n in t o in t e r s t in g p o Iit ic a. 1

(J ram if icat ions 1ater on, the po 1itics that m ight foe invo 1ved i n terms of
people develop their own little pou.*er groups- That is where you need

s t rong m anage r s

JE!! s But I know one of the most active and articulate people in England, he

is a guad, but a. very able one, a. C7, he can virtually push himself all

through the day « «

Oh, I call those frog guads

J E s R ig h t, fou t h e •"* s n o t a. foad g u y , a s u p e r g.uad , and h e is a r a a. 1 M anx is t

and he said when I talked to him about coming round the CILs, he did a.

research programme last year-.f he said we dorr"t ».uant CILs, it is
i inp e r* ia. 1is t ic , Fline r ic aj*"i, h e is mo r e in t o a. U n io r* o f d is ab 1ed p e o p 1e a. 11
c o m in g t o g e t h e r• t o f ig h t e.ga in s t s e g r e g at io n , s o t h e r e is p o Iit ic a. 1 g ame s

going on even among the disabled people, it is a. bit hard when youth ink

there is so much eneroiy and resources ava.i lab le and they could change the *

country

The problem is you can't unionise a group of people that dorr"t have any

skills, I mean a union such as that is totally powerless, it means nothing

Ottos That is one of the most important facts in my opinion for the start

of the '.Mho le independent Living movement e.t b'erke lay and even in E'osfon-

Many people had the chance to get a. university level of education and

without this nothing would have happened and as long as it runs the way it

does in Germany or in Europe now and only a. few people go to universities.
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and they ana not able to get into contact uji th other disabled people, and
after ten or fifteen years hospitalisation, and they fear to get in to
contct and nothing mj ill change

Here again, education is controlled, getting back to the same thing, if you
don't educate the people, you control them, and you are right, that is one
of the big complaints I have had about, the rehabilitations centres of most

all the, not the centres, the commissions of most all the states, they mj ill
finance you through school, just ur-' to college, tout the person coming out
with just a. college education these days, he can't make enough money, you'v»:
got to get at least a. master's level education and to me it is just a waste

because they pour all this money on somebody to get him through school and
he's got a Bachelors degree of some sort and then the state siKjes him more

money so he can survive, knowing that he can't find a jofo to foe able fo

support himself, the whole idea is ludicrous- fls long as a person

graduates OK and wants to continue on, I think it is essential thathe does,
that is how I was able to survive- ' I was down in ^ir^inia.r not Mass- as a

matter of fact, it wasmy social worker down there who put me through master*:::

g r a.du e.ta s c h o o I.

U

END
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JE'u Thats been the whole..«» area too,, +.0 me, * I mean "the Ca 1ifornia „« a
1 felt much more a."b home there as a. p^nson within that ©nyirowenta Even
'though when you rea I ly had to ask around « .,

Thats right.-, Vou have "bo be very se lf-~direc.ted in order "bo make i"b in
Ca 1iforn :i. a its th at unstr u «:::. "bur ed« I have a Iways s a id that very str uc "bured
people do we 11 in unstructured enviroments so you have "bo be very

s e I"!:: -"d ir e c "b iv e .,- b u "b n o n•-s t r u c "bu r e d p e o p 1.e n e e d s •tr u c t u r e d e n v ir o m e n t s in

order to put them together,. Find I really believe too that you cannot lead

a successful lite.*- however you de-Pine what successful iSj> you cannot be

p r o d u c t iv e u n 1e s s y o u h a.ve a. 1o t o f s t r u c t u r e in y o u r Iif e,« If y o u d o n' t

ha.ve structure your time wi 11 just wither away.,- blow to the -Pour corners of

the u.«or Id with nothing to show -Por it» find I believe that can also be said

-po r e n v ir o m e n t s .«• i"P f h e y are n o t s t r u c t u r e d a. 11 t h e e n e r g y g e t s d is s ip ate d

in a 11 d i-P~Pe r e n t p Iace s»

JE» So ho'.u do you see that in Barker ley ?

UIe 1 1.r B e r I-:: e r Ie y is r e 1at iv e 1y u n s t r u c t u r e d .r it is a v e r y -P Iat o r g an is at io n...

a few people at the top and everything else is horizontal and I think.r for

l^che size of its organisation.,, it is probably too horizontal and I think it
'could use some more structure that way.r but there again you don't want too

much of that because then you get too much administrative overhead... so you

want to minimise that too

JEs But the philosophy in Berkeley I think is not an anti leaders

phi losophy... but mi anti authoritarian figures.,, that is why I think it is
more horizontal

Ves .r probata ly ant i author itar-iB.n... and poss ito ly anti e Iit ist .r tout on the
other hand we see some elitist ideas and mind set in California...- they have

never felt the need to .publish and one of the things that has struck me for

example is that their attitude is.r well you ha.ve got to come here to see it...
you have got to do it here* Thai: is OK.r I am Just more or less aroused toy

it.,. I think one of the shortcomings of that approach has been the fact that
Berkeley has ne'-.-'er developed a. real strong technical assistance... has not-
developed strong literature.,, has not developed a lot of other things that

would -help other programmes in other pants of the country to get goingi, I

think they are good in terms of offering a. model..- saying come out here mid
v^Jsee us and what not... tout I don't tin ink they have g.uite done the job in terms

of helping others in other pants of the country replicate that model and I
think perhaps Lex Freedman in Texas..- in Houston... perhaps has done a better

j oto in that regard

JE jg:i seems to be setting out to do that

That's right..- that's his corner of the market.r he's thrived on that and he

has been able to get the -funding and I think he is to be commended for that.
I personally like the people out at Berkeley* I like Judy Newman s.nd I
like all the other folks out there,,- I think they are vi forant people., they

are articulate and I just love to hear it yjhen they give the Establishment

he 11

J E J! T h e y d o n 't m e s s aro u n d

Ho they don't... they are really straight., they shoot straight and they tell

it like it is

JE s They don't cane M.ihat they say... like Ed Roberts..- in the position he is
in he would say things... mid he could get his head chopped off mid he is
pr-aY^a.nBd ~i;:o accept that

Well.,, the risk of Judy Heu.»man or Bob or Ed Roberts,- their chances cr^ getting

their head chopped off are actua 1 ly g.uite minimal.,- because they represent

s u c h a t h r e at .«• I t h in k .r t o f h e v o c at io n a 1 r e h atoi 1it at io n s e t u p in
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particulars I think the reason why people like Ed and Judy can get away
with that is that those are people who have made it despite the system and

they made it not because of vocational rehabi li tat ion... but in spite of it
and now Ed is heading the 'v'er::.-' organisation that he managed to do without
and I think the professionals are so much on the defensive..- they just don't

know how to come toack at that/ they have not got any good arguments and so I

really think that people like Ed and Judy can continued to say what they

want to say and ne'-.-'er have to worry aioout the repercussions,,

JEs What I meant when I made that statement was he fakes a lot of stick in

the local press and things like that/ because I think particularly now he is
getting more politicised.- people see him as a sort of left wing commie.,- this

article we read in the Sacramento papers about how this man who was the

or ig in ato r o f t h e CIL in B e r k e 1e y.,- d ir e c t o r o f r e h ato i 1it at io n... w aw p o u r ing

all this money illegitimately into the CIL movement.- and also anti !< Iu !< lux

K Ian things.,, and on that leve 1... he was total ly misrepresented

We are to the point now where there is possitoly a. toack lash of some sort.,- I

sha 11 be a 1itt le to it more caut ious in my tact ics I guess .- tout r*iever

compromise my toe lief.- or my philosophy or my outlooks Sometimes it is not

r~ what you say.r it is how you say it.,. hou.» you couch if .r maytoe they just need

\-^c.o couch it ivi someiuhat different terms

Tell me.,- John.,, what is your involvement in England.,, what precipitated you

t r ip and w h a.t h as toe e n y o u r m a.in in t e r e s t

JE s Well..- there is a group of people in England K-'any keen to get a. more

organised sort of set up going.- comparable to a CIL» My commitment in

{England has really taeen to try and set up alternate housing.- attendant care

schemes.,- there is a. project we ha.ve initiated.,- we are trying to get

professional support and also monies from various rehatoilitation and social

service -agencies.- so it has been one big hassle after another just to get it

accepted» So it is on that level.- tout that all fits in with the

independent living movement.- because when it gets doown to it housing and

c ane ane t h e t w o b e.s i c

Vou can't do one without the other

JE s We have been concentrating on that.- a small group of us in H ampshire.-

most of the people are spinal cord injureda I ha.ve been interested inthe

s-/independent living movement for so long and this year being the

international year.- I thought.- this is the yaax- I u.iant to try and do

something

Fire you part of a. nuc leus in London

J E li In H amps h ir e.- y a s,. T h e r e ' s a n u m toa r o f s m a 11 g r o u p s r o u n d t h e
country.- and people slowly k>&^inning to see a. need for a. coalition.- because

in Eng land peop le are into their ou.«n thing.- spinal cord injured here...

ceretaa 1 pa.lsy here and there is- incredible fragmentation because of that

Well there is a. lot of that fragmentation in this country too.- disability

wise.- but I think the independent living movement and I think.- some of the

other coalition movements ha.ve mana.geo! to get a.wa.y from some of that.- taut

still independent living in this country too has u.«hat I call a. very spinal

cord injury toia.s,, In fact spinal cord injured persons ana to a large part

in the forefront of the ledershipof the movement and the more senior'- members

of the movement are persons with post polio.- people like Ed Roberts for

e.xe.mp le .»• and .1 believe Judy is a. post po !. io too« !he Ea.st coe.st is K^any
def in i"be ly sp i na 1 cord in j ured»

JE s I think it is going to foe the same in England.- if is unfortunate taut I

t h in k a. 1o t o f t h o s e p e o p Ie w h o tae c o m e in.ju r e d in t h e ir 1ives.- t h e r e i s

certain ground the.t they ha.ve trodden taefore.- even though they ha.ve to go

over it as a. disata led person.- they have a. certain way ofapproaching it.-

w h a r e as s o m e tao d y f r o m fo ir Mbh h as a h and a r t im e d o in g t h at,, I t h in k w e u.« i 11
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ha.ve to accept it and work along with it« but this is what we aretrying to
work on at the moment.- u.«hi le I am away.- people are trying to bring groups
t o g e t h e r

Would yousay there is the sanie kind of awareness in England right now that
there is in the United States about disatoility rights

JE s Oh yeah.- tout u.te've got less laws to make it enforced arid that is our

pr o to 1e m.- w e d o n 't h a.ve a r e h ata i 1it at io n a.ct.- t h e r e is a C h r o n ic S ic k and
Qisahlad Persons Ret.- made in 1.9'PI.- that was pretty well taaseoi on similar-

lines to the rehabilitation act.- in that all public buildings should be made
accessible etc*.- tout because it is not an enforced lau;.- you can't really

f igh t a.oia ins t it.- s o that is anot h a r ana a. t hat ne a d s to toe d e ve 1o pe d.- t o tr y
and get a. disataled rights movement going in a. stronger way

If I were to echo only one.- not really criticism- taut observation of the

independent movement :i. n th is c,ountry that I thiink has toeen unfortunate and

that is that it has not deve loped much depth* Individuals in the movement

ha.ve a. lot of depth.- tout I think that it has toeen ata le to thrive primarily

- on its ability to attrct media attention.- because certain groups of people
Uiave been able to pull together.- tout in the long run you need a

philosophical base., you need a tradition.- youneed a whole ,, „ «, there is not-

much theoretical.- analytical depth to the movement at this point of time.-
tae c aus e I t ta in k t h a m o v e m e n t.- it s w h o 1e o u 11o o k c an s i g n if ic an11y r e s h ape
the whole approach to disatoility and we need to articulate what that is and
how that can toe done.- and the movement up to this point ivi time has not done

t h at v a r y w a 11 „ 11 t h i. n k it i s m a in 1y toe c aus e p e o p 1a w h o ana i n v o 1v e d i n
t h a m o v e m e n t h ave toe e n s o p r e o c c u p ie d u.« it h t h e ir o w n s u r v iv a. 1 n e e d s.- t h e y
,.-.},-., J.-.J •«• «j- }.«, -,,., e -j- j ,y,,:::, ••(- q ,;..j^ «;, '} ,, j-j -j- j..} -j ^.;;:;u e.;;- q ..{I: -f-j...je ,.», j.-.,::? -j- -j ,-• -^ | q j.-. ,.-::, r,.j p -j {.-. -j ,- »^ j ~, ~{;: -j- -j «(- y ,...j ^;, .£-

JE s Is that where? you see your role.- you are like the scribe of the

movement

Ves - some one e i.se has used that term too.- the scribe.- and ttae.t ha.s been

more or less mv role.- tout I am only one individual

JE: low did you get into it in the beginning

Strictly toy accident* It was the result of a year long study that I ha.ve

w just completed.- dealing with attendant cane issues« I was prepared to go

on to the next study after that.- then I was recruited toy Tufts medical

centre ivi the research "^na.i.nin^ centre here to canve out a. niche in the area,

of independent living and I said to myself.- I don't want to take a

leadership role in the movement.- I don't want to take over.- tout I did feel

that I «.uas hearing things.- seeing things.- feeling things I had not read.- and
I really felt that I needed to find some way of putting that into words.- and

a. lot of people I toegan to find had ideas on the tip of their tongues.- tout

could not get it out.- and I really felt that M.»ith the training that I had.-

rnaytoe the insight that I had cou Idtake it from the tip of the tongue and put-

it on paper.- and that is essentially what •I ha.ve done and I have basically

tried to reflect what I hear and direct whatI hear

JE: }.,.}j-j3;t. uiB.s your ba.ckground taeforehand

My formal training is in the area of economics and public policy studies,-

foe Iieve it or not,- most of my work is actually in the area of income

m a. i n t e n anc e.- in c o m e ass i s t anc e p r o g r amm e s.- a 1s o h a a 11h p r o g r amm e s« I t h in k

my background is g.uite interdiscip linarian in the sansa I don't have

allegiance to any one discipline,- but I do think I am sufficiently well

acg.ua in t e d w it h t h e t h e o r e t ic a 1 f r ame w o r k s o f d if f e r e n t disc ip 1in e s.- and
loring those frameworks tofoear on disabi lity issues for example * No

rehabi 1itati on background.- I di dn 't know anyth in^ about di sab i 1ity pr i or to

f o u r y e ans ago and in s o m e w ays I t h in k t h at w as an ass e t,- b e c a.u s a i f I h ad

been trained in rehabilitation thinking I don't think I would have seen the

issues as clearly as I did« The other reason why I think I saw it as
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c Iear ly a.s I did is because when I was involved in the attendant care study,
de a. 1ing w it h atte ndant cana p ant ic u 1an 1y,- s e 1f d i r ec te d atte ndant «:::. ana .-

c o ns u mer d ir ec te d.- yo u ana d a a. 1in g w it hi s o me ,-.-!e r y toas ic need s.- y ou ana
dealing with an issue with a. service that is pretty fundamental to the who 1^
inde pendent Iiv ing movemen t.- so I toegan to see the independent 1iv ing
movement right at its most elementary level and then toe able to go from
there.- that was my entry into the disability scene.- and had my entry been

v is a v is some k ind of profess iona I ident if icat :i. o n I never wou 1d have.- s o I
did not have that handle of baggage to take with me« In -Pact if you look

through mywri tings you».ui 11 also see a lot of anti rehab i litation.- a. lot of
t h at c o m e s f r o m k n o w in g a. 1o t o f c o n s u m e r s,, B as ic a. 11 y e v e r y t h in g I k n o w

about disafoi lity I ha.ve learned from consumers.- 1 have not lerned it from

p r o f e s s i o n a. 1s» I Ie arn e d s o m e t hi in g f r o m p r o f e s s io n a. 1s w h o k n e w c o n s u m e r s

and knew the consumer outlook.- I would not want to deny that.- I think there

have been a few professionals that have been able to do that.- taut not very

many and so .1 wou id ha.ve to say the.t i.uha.t 1 ha.ve learned has" ioeen from

consumers.- in fact the professional literature in this area is so bad.- the

journals on rehabilitation ana so bad.- they are sha. I low.- they stink.- they

don't say much at all «»

U
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<This fo 1 lows other text> the professional who said,- hey.- this is not

working.- but who was wi I ling to rise above his professional self

interest and see the fact that there has got to toe something else out

t h a r e„ H e is v e r y m u c h c o m m i11e d

JEs It is extraordinary how our two paths cr »» n « n « .»

He is just a refreshing person- period» He has toeen the perfect

guest« He knew when to be involved.- he knew when not to foe invo Ivecl.-

just rolled with the punches

J E si H e is v e r y s e n s i t iv e

Ves he is« That is one time when sometimes I do disagree with people

like Ed and Judy,. b^b i-F nothing good can come out of ato le toodied

people- and I would say that for 99?*J of the time they are alright* I

h a.ve m e t a. f e *.u p e o p Le w h o ana w h a.t .1 w o u 1d s e.y.- s a v e r e 1y ak's 1e !oo d ie d .-

u.'ho ha.ve got advice and who have learned from other consumers,, There

are- some people who are alo le bodied who want to take over the

movement,.that is such a mistake,- there is so much todo besides being a

t \1e a.da r o f t he m o v e m a n t« T h r e e g.uante rs o f wh a.t y o '..4 d o is h o w y o u

frame the debate .-how you frame the issue and 1 think Ihave been a lot

more effective in terms of framing the issue than in trying todo

anything in terms of occupying the leadership positions.- I don't want

that.- I have not had that role and I have shunned that role

JEs Do you find that some of them are still suspicious of you

Oh.- I have had a couple that have been suspicious with me on the first

few encounters.- after that it is a Ir ight ,, Ihave i-iever had to

apologise for being severely alo lejbodied.- for me it has n€jver been a.

liability,- because frankly I know my place.- so for me if is not a

problem* I must tell you about one thing.- I propose that about 1 „80 we

adjourn to my office.- there is a fellow from Norway coming,,

•••(MM *l* I f I t ***** *| * ! I ' * *

J&.S I was concerned that i-:. imer said he was a commissioner.- not a

consumer-

He is not.- you \oin him down,, Vou take his wife away from him.- his

/ \whole support system wouId fall apart and I think ««« he is sensitive

^*r-o consumer issues,- but Ithink he has also been insulated from the day
to day hardships consumers have had because he has this built in

support system.- the.t he has" been eJo !.e to re !.y up*on

JE ?! I know lots of people in that situation would not want their

wives to tae ,, ,, they would get their roles mixed up ,,,«„,,

It leads to a lot of resentment and a lot of other things,, 1 would

agree with that.- but that is not to detract from Elmer,, There is a

very thin line sometimes between being a consumer and not being a

consumer,- maybe he is not a consumer at this given moment.- in that he

does not consumer any pub lie ly subsidised services,- taut that is not

entirely true either,- because he has an arttendant around the office,-

i.uho takes care of getting him a hamburger at lunchtime.- empties his leg

bag and provides him transportation.- and that is provided I presume at

P u h Iic e x p e n s e.- I d o n 't k n o w,- fou t t h at in v an i afo 1y p u t s h im in a

consumer position* I ha.ve enjoyed working with Elmer.- he can foe a.

bull in a china shop sometimes.- but he likes to get to the bottom of

the issues' if possible.- he does not care for bullshit,, and I like that.-

I can respond to that* f^nd I think Elmer has" been trying to make a

dent in the IL movement.- his own brand of impact,, I think he saas Voc

rehab agencies as being salvagatole.- agencies that can foe redirected to

ma a t tha n a a ds of peop 1e w ith severe d isah i 1it ies.- and he has °ra a 11y
directed a. lot of the agency's resources in the direction of IL.- which

has toeen good,, But I think nationally there has toeen a real tension

Brid conflict between Voc rehab and IL.- with the Voc rehab agencies and
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t h e old 1in e p r of e s s io n a 1s s t i 11 w ant in g t o h a.1.-1 a c o n tr o 1.- t o d e t e r m in e

where the funds are going togo- and to call the shots and decide what

proposa is ana going to be fundeci,, I just fee I. that puts a. Lot of Voc
rehab people still in the drivers seat,, I think Elmer has been able

to redirect the agency sufficiently so there is not that kind of

conflict.- but if you take Elmer out of there.- you still leave the

agency with all the power/ I just wonder whether that conflict would

still resurface in some fashion and I am sure there ara certain

disataility groups in this state who resent the fact that energy and
resources are going in the direction of IL and spina. Icord injury in
particular.- but that to me is just redressing a historical imbalance

anywa.y.- so I don't worry about that at all

J E i! 11 h as b e e n in t e r e s t in g g e 11in g o u t o f a s t r u c t u r e d e n v ir o n m e n t

and not knowing where you are going

Vou learn more tha.t way because I think that if you go at it

serendipitous ly and just absorb whatever hits you you learn a. lot more

f h an i f y o u g o at it in a v e r y s t r u c t u r e d m ann e r.- you p r o toata1y u.«o u Id

never see things

^*\JE li Doyou know Ralph Hodgkiss and Detotoie Cap Ian „,,,,««„,, „«„,,,,» „,, Do
you k n o w -i-ntoo u t D PI

I u.*as supposed to gathere originally,- tout I guess they found me too

ah Ie tao d ie d o r s o m e t h in g.- tau t t h at is a Ir ig h t „ D a tata ie u s e d t o 1 i,-.-1e in

Washington DC.- I ha.ve not kept up with her for the last yean or two.-

she is an attorney right = » ,,

I d o n 't c are w h a n t h e r e«-..«o Iu f io n c o m e s.- s o m e o n e is s t i 11 g o in g t o h ave

tokeep the books and I would say just the element of fiscal

accountab i 1i"by has been the break ing po int of so many 1LPs.- because

they have serious cash flow problems.- they are spending money faster
than they ana getting it.- or sometimes what happens is that state or

f a d a r a. 1 age n c ia s m ake c o m m it m en ts -Po r o u 11ays - b u t t h e m o n e y d o e s n o t
come in unti 1 three months later.- in the meantime they have got a. three

month gap to cover„ I think the whole problem of cash flow.- fiscal

management.- from a. very pragmatic: point of view is the most serious

prota lem ILPs ha.ve had - just from a. strict ly administrative point of

/ ,view„ I think the other serious prota lem.- and it is not something that

^"iLPs can do much about.- I think is the lack of people with "braining in
hu man s er v ice pr o g r amme s.- ajd m :i. n.- m anawa m e n t.- and I r e a 11y t h in k t hat

main line universities could do a lot more in terms of training people

with physical disatai lities to become effective managers,, I think the
-HH.nsM.ter to that is within the universities,. Other problems that 1 see.-

I think those ana the two ioig ones.- and documentation* I think people

ha.ve had a. sense ofurgency in terms of getting programmes star*ted but

never looked at what programmes ha.ve done or what effect they have ha.d

and t h is h as b e c o m e a s e r io u s i s s u e n o w.- foe c a.us a m o n e y :i. s tae in g

threatened and with this new admin that we ha.ve in Washington.- taut

there is not a documentation yet to shou.» what has been done.- and
different peop le have different ideas about how todo that,, Trouta le
is the people with the ideas tend to foe professionals and are not

a Ii.mays i n tune w ith cons u ma r »..J ie w s,- <hu-id v a. 1ues« I re a. 11y foe 1ie v a that
an e v a. 1uat io n o f e f -Pe c t iv e n e s s s h o u 1d d e f in e w h at is e f f e c t ive n a s s .-

whe.t are the outcome measures.- what the outcome measures are are in

large pant shaped foy your values.- u.*hat is considered to foe a. desira.h le
outcome« That a. person should foe employed.- that a. person should foe

able to live outside an institution,- that a person should foe ata le to go

to shcool.- that a. person should tae able to participate in active

Ie is u r e act iv it ie s.- w h at is it« I d o n 't t h in k y «:::* u c an c o n v in c e a

P o Iic y m ake r o r f u n d in g s o u r c e t h at s e 1f d ir e c t io n i s an app r o p r iate
outcome.- you can say.- yes- it is an outcome.- lout hou.« do you measure

self direction,- how do you measure whether a person is more self

directed.- hou.i do you measure tha.t aspect of independence* I wou Id

argue that most policy makers and funding sources really are not
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concern a d ahout se 1f d ira ct ion or se If esteem.- tha y ana ma in 1y
concerned about two overric^ing issues- i» can a person become a more

productive member of society.- not only in terms of gainful ernp loymerit -
tout also through other contributions that a. p^ns>on can make to
co m m u n :i. t y 1iv in g and 2,, c an a p e r s o n 1ive in a 1e s s r e s tr icf e d

environment than they have been accustomed to,- can they live outside an

institution.- can they live outside a group home- can they live in some
kind of independent setting,, It is ^iary interests.rig to note that

when consumers go to the state legislature.- or if they go to congress.-
those ana the two issues they will always cite for justification of

their programmes,- they say we want more money for IL because that way
people can become more productive,- that u.«ay people can live a less

restricted life.- and that is what seems to -i-i Iter down ivi the minds of

P o Iic y m ake r s«, N o w u»h at w e n e e d t o d o is o p e r at io n a. Iis e w h at t h at

means.- find iuays of measuring that.- and that is something that has not-

been done,, If you look at the law itself.- Title 7.- look at the

language.- what is an IL service.- it is those services that will enable

a person "bo live in a less restricted environment and become more

product :i. ve,, Another m istake ILP's have made is IL is whatever the

person chooses for him or herself.- in other words- we should not make

my value judgements about how a person is li^jin^u I would say- yas

on one hand.- that is fine.- onn the other hand.- if I e.m paying you $1M a

year to run a. programme.- I vjant to know '.uhe.t that programme is doin^.r
and to say u.*e 1.1 the progre.mme is anah ling peop Le to do whatever they

w ant t o d o... is n o t g o :i. n g to s at is f y m e as a f u n d i n g s o u r c e.- it is n o t

«"-io in oi t o s at is f y any p u fo 1ic o f f ic ia. 1s

U

Norwegian ;;

po licy makers

how is t h e c o a Iit io n foe t w e e n t h e s e .j *..4d g e m e n t s arid t h e

We 11 yo u h ^k1-..'e t o c o ns ide r t h e f act that f ir s t o f a 11 t h a f or t y t wo

members on th is group.- my content ion is that outcome is 1ike beauty .-

the value of u.thich is in the eye of the beholder« The question I ask

is.- who is doing the beholding.- who is making the value judgements«

8 o I t u r n e d t o a. g r o u p o f 4 2 p e o p Ie.,- w h ic h a.t o n e t im e ».uas k n o i.un -bs t h e

Inter Rgency Counci I on IL.- they are made up of state administrators.-

providers of human service programmes,- a number of consumers.- 6 of whom
had no institutional aff i Iiat ion.- they were raw consumers,- and a number

of o t he r s.- in c 1ud in g r e ps o f ILPs« 11 is a Is o in t e r es t in g t h at
ja.pprox imate1y 46 or•• 45"« of the 42 peop 1e had a. d isab i 1ity of one !••••: ind
or another,- the interesting thing was that there was a. K-iary high level
of agreement between the different parties.- about u.«hat would foe
das i rafo 1e outcomes ,• how thay shou Id foe ranked and how they shou 1d foe

weighted,, I looked at it in terms of age,, sex.- disatai lity status,,
First of all whether older people had different values..- secondly

whether tae ing ma 1e or fem a. 1e made any d if f erenc e.- and th ir d m.»he f her or
not you had a disabi lity made any difference« flge did not make much
difference^ sex made a. little bit of difference- women tend to give
more weight to home making activities- and disatai lity status.- whether
youwere d is ah 1ed or not ,• w a^> the 1east d iscr im inat ing van i ata 1a« so .-
on the basis of that.- 1 expected to see a lot of difference of opinion

that would ha.ve to tae averaged out someujhere,- but it turned out that

t h e r e w a:s a. h ig h d e g r e e o f c o n s e n s u s

U!

Norwegian ;i Wou Id you say the judgements were derived from an ideology

Ves« This is K-'ar-y important« The IL movement I would say has not

done a. who le lot in terms of whittling all of this out.- and torealise

f Piat o u t c o m e s.- e f f e c t iven e s s a.nd acc ou n t ata i 1it y h a ve a. 1o t o f v a Iu a
judgements that are shaped like ideology and my concern is tha.t the
consumer community has not toeen expressive as to what their ideology is
and how that can tae translated into outcome and tae suitable for

Programiria a va 1uat ion „ I th ink th a.t isvery import ant« I don "t cana
who the technician iss whether able taodied or disabled.- tout I do care

u.ih o is mak in g t hie v a Iu e .ju d g e me n t« T h e mor e c o n s a ns us y o u c aj-"i f in d .-
the more legitimacy you, can get for the value judgements,, The lack of
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consensus may toe troublesome for some.- but it is something I could live
w i "bh i f i t wa^ t h e r e.- tau t I t h i n k i n f acf t h at t h e r e i s a. h i g h 1e v e 1 o f

Norwegian w The prota lem is to define normalisation

Ves„ There is a whole lot of literature you may want to look at „ « «

•t h e r e i 3 a i o t o f 1 i t a r atu r e tae g i n n i n g t o d e v e 1o p o n t h e c o s t
,:::, -f -.j-: $:««;;;, -j~ ;j, 1..1 ,:::, j-{,:::, 3:::::; q -f j-j ,:::, .:::,. j••{;:j"f ,~ ^•••-,:::, p j-».,;;;, .£jj- .:::,jy,m «rrr» 3: ,. {n{-j%u }••••,:::, -j;:h 'iS W h O 1e foU S i \'lB S S Of

how do you va.lue effectiveness « „ » „ «,

•JE5 Cost effectiveness is something we are trying to show „ „ «««««,,

1 think if you start from scratch,- I -don't know i-f- those would tae the

most important.- I would say the issue of finance and cash flow is most

im p o r t ant,- and a f f e c t iv e n e s s and a v a. 1u at io n f o 11o u.»s t h at

J'E i! E 1m e r e m p h ^h^**: is e d f h e im p o r t -iiju-ic e o f acc o u n t in g and d o c u m e n t at io n

I think programmes went through kind of an evo lutionary process«

'They first started out as advocacy organisations,- trying to address a.

'felt need.- eventually some money starts to come ivi.v so programmes begin

t o s t ant.- ar'td p r e 11y s o o n y o u h a v e a 1if 11e ta it o f a. s t a-Pf.- o f f ic e

s p a.ce.- and e v e n t u a. 11 y y o u h e.ve a. m atu r e h u m an s e rv ic e o r g en isa.tio n

wh ich d id not ex ist before.- and then that transformat ion -Prom a

consumer based advocacy organisation to a. mature human service

organisation is a pattern that you see goiing on all over the pla.ce.-

taut many organisations ha.ve not realised that.- have not seen it in
themselves becoming such.- and whan you become this sort of

fill the ana\"wy is ^oirv^ into developing programmes and there is no

energy left to do «advoca.cy.- there should tae some sepe.re.tion of those

functions.- I think it is really important

•JE»» E«erke ley is a. tait Loose about the edges »»«»,„«

« „ „ ,,«««««,,« n * Ves.- we 11 it is not real ly the next phase so much

N o r w a g ian 2 f\ r e y ou f o 11o u.» in g t h e s ame g e n e r a. 1 d a s i g n

Well.- we are re'-eve. luating it,.- One of the people I was supposed to

meet with this afternoon was a person who has a. real specific interest

in this and he and I were going to work through this.- but how it will

actua. 11y shapa up I don •" t know for sure yet« 11 is i nterest ing that

when you deal with cardiac rehab.- you ought to .dealwith whole other

sets of issues.- compared with for example spinal cord injuries ««««,,,,„

Norwegian i;

disataility

Per*hep'S you ha.ve to redefine your who Le approach to

The interesting thing is that a cardiac rehab for example.- you are not

concerned about bowel and ta ladder « „ ,.- and with mental retar'd ation you

dea.I with a. who le other set of issues that n&^&r get touched on tay

peop le u.« ittaphys ica 1 d isaio i Iit ies

N o r w e g ian » T o w taat e x t "ii:' !•"«t •::•! «:::• y«::? 1..4 1o o k at t 'na s o c io 1o **;:i :i. c <•••. 1 c o n d it io r"i *•*::

ano u r"§ c-l t !-"ia p a r s c:*n

Well.- there is two ways of looking at that- and this is only half the
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answer.- and that is that in some ways you could say labour markets.-

lets use pub lie transportation and lets use architectural accessibility

as an e xamp 1e.- b e c aus e I t ta in k it is a. p u r e e x amp 1e«, If p u ta 1ic:.

buildings are made accessible.- they ivi a sense will benefit all people

who are mofoi lity impaired within that community.- so whether or not a.

town's buildings are accessible it is very hard to assess whether it

wi 11 help explain any vaniants of individual outcomes.- because all

individuals benefit soto speak« It is also.- I think,- si mi Ian ly the

prota lem ».uith job opportunities.- if the unemployment rate is 8K a^s it is
here.- it is in some ways go ins to adverse ly affect disabled people

eg.ua.I ly without exp laAnivi^ any additional variants among peop le.- taut on

the other hand.- some people ha.ve interests in specific segments of the

j ota market,- computer programm in>$,- teach irig.- sa les work - switchhoard

operating,- secretary.- whatever.- and in those cases you look at specific

segments of the labour market,, But how you measure that I think

becomes difficult* I think what you want to do is explain a^> much of

t h e v an i ant s o u t c o m e as^ y o u p o s s ifo 1y c an.- if y o u c an a x p Ia.in 6 8,- 7 8.- 8 8 K
of it you ana doing K^ary well.- the other 28"-» is sometimes so

id i o s y n c r at ic.- s o u n ig.ue t o e ach in d i v id u a 1,- t h at it is n o t r e a 11 y

w o r t h c o 11e c.t in g t h e in f o r m at io n«

^•-TJorwegian u In Scandinavian countries it is ^avy evident that the
possibi lity for IL... is i^ar-y much dependent upon both the structure in
the specific community where the person lives,- so there is great

d i f f a r e n c e s tae t w e e n d if f e r e n t c o m m u n it ie s as r e g ard s t h e p r o p o r t io n o f

people who ana employed.- from north to south it may tae something like

18 fo 6«8"».- then it becomes very important todescritae the situation of

work in the specific area

JE s It is also important not to overemphasise the work ethic.- first

there must tae attendant cane.- housing ««»««.-,.•,»«

I think if you look at the history of IL movement and look at the

r h e "bo i*"* ic.- w h a.t t h a a.c*!v o c a.c. y h a.s tae e n.- y o u s e a a. f o c u s o n h a. I.f a. d a '.z. a n

env ironmenta 1 factors.- wh ich have been very s io)n i f icant ,• hous ing .-

a.ttendarit cane.- transporta.tion.- the degree to u.'hich the person accepts

the patient role..- and also what the movement ca.lis 'unmet service

needs''*.- a. service need that might be considered very critical by the

individual.- but they do not receive that.- whatever it may tae„ I would

/ £like the IL centres to set a kind of rank theory a^> to which factors
^are most important and to take those first- and I think the next step

in the IL... process is to look at labour markets.- taut I think that being

concerned •about labour markets is in some ways premature.- when all

these other things are not yet in place

Nor».uegians E^ut there is a strong correlation between the development
of labour and transportation systems.- so if adds up to what phi losphy

the researcher has ««,«««

We 11.- I t h in k a. M anx is t p e r s p ec t iv e w h ic h r e ally e m p has is a s t h e r o 1a o f

work.- I think is a. very useful outlook to evaluate,, I have prota Iems-

not with the Marxist position.- but we all like to ha.ve a K^ary iMholistic

viev.i of things.- but the more wholistic we are.- the more- vaniata les we
ha.ve to take into account.- and we that intervene and want to tae

successful cen*rt ta.ke on the whole' environment,, so we focus our

energies on those few variables that seem to contribute most to our

understanding of our problems- once tha.t is solved.- we go on to the

next layer.- so to speak« Even in traditional mu It i*-*-varied ana lysis.-
you put all those variables in the computer.- only half a. dozen of them
are going to taeaccepted.- the rest ana not going to tae statistically

significant,, Maytae the mode 1 is deficient.- taut statistical ly that is
the t.uay it works itself out« Vary seldom do you ha.ve as many a^ 2:8 or

38 var iah les tae ing sta.t istica 1 ly s i9)r\ i f icant.- it is usua 1 ly 6 or so ,-

the o'uestinn isy ar-a those 6 the same ones that IL talks about« My

argument is that they are
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N o r w e g ian s E v e r y t h in g add s u p t o t hie s e 1e c t io n o f t h e o u t c o m e is s u e .-

but it can be selective.- wha.t I mean to say.- from different frameu.*orks.-

from policy making.- from political frameworks- it is important to
define the values

To tae conscious.- forthright.- and to make it a.s explicit a.s possitale.- so

that everybody knou.«s where they ara coming from* Vou would foe

surprised how often people talk about outcomes a^> if we all assented ivi
accepting those outcomes.- we all had the same values.-but we dorr't

Norwegi an a f ina1ly peop le must dec ide democrat ica1ly what is

important

If you get consensus through a democratic process- you will also gain

support for the outcome.- and you will gain some agreement that this in
fact was a. good way by *.uhich to measure the outcome« Somehow if you

just impose outcomes on a. programme.- they say why should we abide foy
these outcomes.- they are of no value to us.- taut if youget people to

participate in the development of those issues.- you will then also

achieve much greater support.- resulting in research and evaluation that

P lows from that
U1

END

u
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JE s Attendant care and housing/ as far as I am concerned sr-^e the "two

basic services for handicapped people, without those you have got a lot

of problems, so if you could tell me a little about how those two

s e r v ices ope r ate

Housing is pretty much done by linkages that we have established with

the housing industry. What has happened is that over a period of time

we have developed '^.uite a bit of credibility with corporations that

deve Iop hous ing , state bjhd f edera I agencies, u.«h ich are msndated to

provide housing for low and moderate income people, which includes a

certai n percentage of housirig for peop le w ith d isabi Iit ies« Pub lie

housing authorities which provide public housing, a percentage of that

also has to be allocated for the use of disabled persons.r and mentally

disabled persons as well. So by forming these relationships and

building some credibility with the people who actually do the housing

•development and the tenant selections, we have been able to place a.

number of people in housing- The outstanding single reason why we

have been successfu I in doing that is because the housing peop Ie

strongly feel that they ane not we 11 equipped to deal with particular

problems that might arise pertaining to people that have a physical or

^-^ mental disability, so they have arrived at the logical conclusion that
they need.r if they are going to be mandated by federal law to provide

housing for these individuals, they have to have some backup.r some

resources in the community who can assist them in analysing and

reaching an equitable solution to those problems and as a major agency

in the city of Boston for people with disabi lities.r a lot of them seem

to have identified us as that resource• So it works out '^^vy
nicely.r even though it is a closed circle^ somebody develops some

housing sndl they -identify a management firm to do tenant selection,, the

management firm calls us and says we have just constructed 188 units of

housing^. 18 of them we want to have occupied by physically disabled

persons/• can you help us in our tenant selection process.. So we have

the entree from the ground floor« A major piece of philosophy that

may provide a bit of a problem for how other areas may approach this is

that the definition of independence is the maximum freedom of choice
comes from a community base... not from an institutional structured base...

so even along with our programmes, the goal is to move a person into
his own living environments where they have got all the care and

responsibi lity.r self directed by the individual* What comes after

that is really to a large measure is really dependent on the choices
made by that individual, whether it is work or education, or some kind
of activity, or no activity at all, which is too often the choice, but
that is the way the system works, that means a type of on your own type
s ituat ion„

JEs In housing there is the problem of having to accept what is
avai lab le

Problems really come more in the rural and suburban areasa Somebody
for some reason came up with a selection where they wanted to live in a

rural or suburban setting, what we find is that the house market is

much tighter, for reason of cost, pr-op^er"ty taxes, and also the fact

that most suburban communities have exercised K^&ry tight control over

the number of subsidised units allowed, so by and large the vast

majority of subsidised units are produced in urban areasa Boston has

the most housing produced of anybodya So to this point we really have

not had a housing problem, we have always been able within a reasonable

amount of time to identify the housing allocation for individuals that

wanted to live independently

JE,s Is it all subsidised housing, or do private landlords contact you

We have had that happen, it is not a common situation* The cost of

living independently is such that there are very few people «.uho come to

o
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us , who need our serv ices , who h a.1 .*e the f inBr\c ia I wherew ithall to pay
$688 $788 or $888 a month in rent« Because of that I would say 95K of

the cases, they really do need a unit with a subsidy.

JE s How many clients have you serviced «.uith housing

We have identified over 388 apartment units and we have directly used

about 158 of those units, in other words people have come to us and

said I need an apartment, I would say about 158 over the last 3 years,

during that time «.ue have identified a number of other apartments that

«.ue have not been able to use, but passed on to other agencies

JE s I suppose Voc Rehab use some

They have some, Mass. Commission for the Blind, they come to us too,

one or two tracki units, Dept. of Public Welfare, Dept of Mental Health

uses oiuite a few units too. So we try to share

JE s Homj much have things changed since the BCIL Report of 76. Is it
still based on three stages, the transitional, the cluster, and then

v*/ the total IL

Ves and no. I think there have been some significant changes. When
I started as director in 78, u.«e were serving 35 individuals and we had
a staff of three full time people, 5 or 6 part time people. Now we
BJt^^e serving 368 people, three Bndi a half years later, and u.*e have a
staff of over 68, Bndi about half of those are full time and about half

sre part time. so there has been a tremendous growth and I think
probably the most significant point of departure is that u.«e have begun
to serve people who are more severely disabled. In the report that

you read reference is made to people who had suffered a recent

traumatic injury, most often what that means is that they had broken
their neck, spinal cord. Another thing that you read was that by and
large the population was young, in their 26s. The fourth premise iuas
that, because of the nature of the injury and the rehabi Iitation
process, it was felt that some kind of transitional phase was needed
for people to accommodate their injury, and also to rethink through
their own lifestyle. By and large what has changed is that most
people who come to us now u.«ho have a spinal cord injury do not need a
nine month transitional programme. The rehab process has advanced to
the point where people can come to us i.uho have lived independently
before, they know a lot of the things that we would transmit to them.

So by and large, unless there is really some serious problems of
confidence or a person has not been exposed to sny formal education,or
needs some intensive training in financial management or something
else, spinal cord injured people would not have to go through a nine
month programmes, so why put them to that test. The people who are
present ly app lying for and receivin*"s transit iona I services are reaIly
mu 11ip ly di ssh led, congenitaI d isorders, brain inj ured, peop le who
really have n^K^r lived independently, from state institutions,
hospitals, these &re the people we feel best match up with a structured
training programme, intended to impart skills and confidence needed to
live independently. So the population to be served has really changed
in character somewhat, we still serve the spinal cord injured
population, but as far as the structured transition programme is
concerned, no. The second change is that we found that because of
regulations which were in place, people who were designated as living
in a cluster situation were actually being penalised, because of the
resources that were being made available to them to live independently,
because the premise of cost of living was that it could be shared

facilities, shared attendant care, shared transportation etc. Bs a
result, the way the state and federal government worked was that they
offered less money because of this co-operative economics. I guess at
some point «.ue arrived at the conclusion that that was basically not

o
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fair, if anything people should be given a premium for agreeing to
co-operate at this sophisticated level, sharing PCRs and all that.
Well, neither side would really budge on that issue, so we dropped the
designation, so we no longer have that. However, as you might have
discovered, most of the housing that is made available to us is made
available in clusters. fill these developments that are sponsored by

the federal and state government are together, they are bui Iding units

of housing in one bui Iding, apartment bui Idings, and for that reason
usually we find that we are continuing to place people in clusters, we

are continuing to give people a cluster philosophy, in terms of "look,

it is good for you to know each other, it is good for you to know what
resources each other has, because in a crisis you ought to have a buddy

down the hall, who you can call, who might be able to help you out."

So philosophically I think the thing still works, but as far as being

an identifiable programme in the BCIL, it is not there. Community

living is still the cornerstone of>BCIL Bnd that is the goal for

everyone. Now we b^b beginning to think more in terms of the Berkeley

model, that perhaps community living itself should not be the sole end

goals, that perhaps BCIL should cons icier other ancilliary types of

services or programmes «...

w' «»« disabled peop le have a history of wanting „.««»».« ....... and, on
the one hand we are saying to this population, if we can get you out

there, we can get you ...... on the other hand we are beginning to

recognise that they are unequal partners, because there has not been

proper attention given to what Gerben de Jong would call productive

activities. So I think that eventually u.«e Br-B going to see agencies

such as ours begin to offer those services on a voluntary basis

JE« In what areas do you see that happening

Employment, I think. 7BK of the population is now living

independently in the community, basically not doing very much. They
have reached that plateau, but there is no movement from there. We

don't know all the reasons why. In terms of 168 people who are

spending the majority of their lives in their apartments or in l.^ry
limited activities, I could not, neither could Bny of my staff tell you

why that has happened, but I have got a pretty good feeling that the
reason it is happening is because first of all managing one's lifestyle
when one is a quadrap legic is difficult enough in itself.
It requires a lot of time Bnd attention. Number 2 is that nobody is
providing Bny impetus, nobody is providing Bny spark, nobody is
providing Bny incentive for people to look at themselves in terms of

productive activities. I think that should happen, so I think that is
something we should foe getting into. Another thing I should mention
is that when somebody comes into Boston, we don't take the approach
that they have to live in the city, but we do point out the relative
advantages of living in the city as opposed to living in another, ie,
suburban or rural setting, and we have come to believe, rightly or

wrongly, that there BrB tremendous advantages for our clients, for the
members of Boston centre, to live in or immediate to the city of

Boston, tremendous avai lafoi lity Bndi quality of the medical services

that bjtb available, for an example, is Bn advantage. The fact that
there is a. subsidised transportation programme is Bn advantage, the

fact that there is a strong lobby for accessibility in the city is Bn
advantage, the fact that people can more easily band together Bnd lobby

ontheir own behalf is Bn advantage. Fill of those things seem to me

argue K^Bny well for the urban selection b^ opposed to the other

JEs What other services do you provide

We provide IL skills training. Individuals will come in Bnd they will
want to live independently but they have never managed their own

attendant care before. So, if a person has the basic capabi lity of

living independently in the community, in other words there Br-B no

u
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BppBr-Bn-t critical flaws, then what we would do is provide IL skills

training to train the individuals to hire, train Bnd manage their own

attendants. For example, training the individual how to respond to Bn
emergency, not so much what is wrong with them, hou.» to get in touch

wi th the po lice, how the emergency system works, that is Bnother thi ng.

HDL in terms of *.ue will go to the person's apartment Bnd try to assist

them in planning their activities of daily living so there is a

minimum of discomfort, Bnd also so there is some plan to introduce

additional adaptations, which may make their life more manageable

w it h in t h at p Bnt ic u IBn e n v ir o n m e n t» Fi Is o b e c aus e o n e o f t h e p r o ta 1e m s

of living in the urban centre is that there is a plethora of resources

avai lable, we have a number of skill sessions that we provide just to

help people become acquainted with the community as best possible,

transportation, finances, social skills, we have a social club and we

hold activities there. Some of the housing, in terms of tenant-

management problems should they occur, those kinds of areas. Much of

that training is provided at the community level, «.ue don't put anybody

in a programme. What will hBjppen is that when a person is

evaluatedfor the PCfl service, we have to do that because of Medicaid

requirements, we will also have an in depth interview with one of our

\m*s pBBr- counsellors, and at that time there is Bn effort made to identify
bx~-bb& where the person may nBBd advice or assistance. The counselling

sessions, the skill sessions as u.«e call them, can be scheduled in,

there is a little work plan drawn up. We also do a great amount of

advocacy, it is becoming a grouting component of the Boston Centre.

Brought on mostly I think by the fact that there are some critical

times in the budget pr-BSBn-tBd by the new administration, Bnd a lot of

programmes throughout the country felt the need to really share
in f o r matio n u.« it h e ach o t h e r , b e g in t o g e t in f o r m at io n t o t h e c o n g r e s s

so hopefully decisions would be weighted on their behalf, which it-

turns out at this point anyway, they were. It WB& a lot of lobbying

that went into that, lobbying in terms of getting information to the

membership, lobbying in terms of asking the membership to contact their

congressmen, that kind of thing. Then, of course, Boston is the

capital of Mass., which provides another arena for lobbying, that is

finding areas which are critical to IL, which are not being met by the

federal programmes, by the state programmes, Bnd trying to get some

legislative solution to the state legislature, that also goes on.

Then there is a third kind of advocacy ».ue have had from the beginning,

^-^ but now I think u.«e Br-B trying to change to a. more sophisticated level,
and that is what we call self advocacy, which is really problem

solving. What it is is trying to work with a member of the Boston

Centre to provide them with the tools and techniques needed to be a^*.

assertive as possible in terms of solving Bny ^i^Bn problem, a housing

problem, or a problem of Voc Rehab, or a medical problem, whatever.

The gimic is to try to give Bny individual the resources Bnd the

confidence they need to solve their own problems. Not to have a manual

type force coming from BCIL to make everything in the world right.

What I mean by more sophisticated level is what we BrB trying to do now

is organ ise groups of d iSBh led indi v iduaIs around the ir pant icu lar

neighbourhood environment, whether that be Bn apartment bui Iding, or a

section of the city of Boston, or the particular living situation they

might have outside the city. We are trying to get groups of disabled

individuals to articulate their common needs, whether they be

transportation, or housing,or employment, problem they are having M.iith

the management of the housing project, whatever those problems might

be. The change in our approach *ssi 11 be that, once those problems BnB
identified by the groups, we will ask those groups to design the

solution, but u.*e will provide the staff assistance necessary to help

implement that solution, but the group will be responsible. It is

going to.-take a yBBn or two, it is not something that is going to

hBjppBn overnight, but usin^ that approach what we hope to do is build a

community based strength into the membership, one that is not centred

in BCIL, one that the membership does not see b^> being dependent on how
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BCIL is able to react, but rather one that sees the membership grouping

in terms of its own confidence and ability to address problems. The

idea behind it is really to give the membership a sense of

responsibility in terms of running BCIL Bnd in terms of being able to
act politically, in terms of what is important to them

JEs Advocacy seems to be important in all CILs. Is there living

accommodation attached to this

This is just the administrative office of BCIL, there are people who

live in this neighbourhood, which we call Back Bay. The only housing

that is connected with BCIL, we have four transitional programmes, and

we BnB responsible for the housing for those four programmes. Fill

together those programmes include 38- people, outside of that everybody

else is responsible for their own housing

-JE . What about attendants

Mass. is kind of in a favoured position, it works a lot like

California, with one important distinction. Mass. is one of six or

^w^ sB*-JBn states who applied for and received permission to run a care
attendant programme under existing federal programmes. This is what

we call the state option. Mass. exercised the option of PCfis, under

the Medicaid programme the federal government agrees to participate by

PB.yin^ 5i?'i of the cost of the PCR programme, Bnd the state pays the

other 497-S. So basically, the way the programme works is that, because

it is a m e d ic a I s e r v ic e u n d e r M e d ic a id , w e Bne r e «iuir e d t o e v a 1u ate

individuals such a«: yourself for the PCR programme, using such criteria

as the Medicaid agency in Mass. might prescribe. ^/Bry simple

criteria. The evaluation must be conducted by a nurse Bnd Bn OT,

which gives it the medical flavour, which in turn makes it eligible for

the Medicaid reimbursement. The evaluation must be signed by your

physician, because that is the only way a medical service can be

ordered Bxid paid for. We don't like it, but it is the only way we can

do it. Then that evaluation goes to Medicaid, they approve it Bnd you

BnB then eligible to receive the amount of PCR hours for which you BnB
evaluated, from that point you BnB really in charge, you hire your

attendant, train your attendant, use your attendant as you best see

fit. Every four weeks, you send us a bill for personal care expenses

\^ that you have incurred Bnd we put that together with all the other
bi lis that PCR users send us, we send them on to the state, and about

four or five weeks later we receive a cheque for all those services Bnd

we reimburse you for the sBr^icBS that theoretically you have already

Paid for,this is a reimbursement to you for services aiready provided»

It does not work out ^JBry well, it really gives people a lot of

hardship, because they BnB required really to come up with two months

expenses for their PCR, that is if they want to have a good working

relationship. More often than not that means somewhere between $1688

Bnd $2009 has to be put in the kitty to make the service work the way

it should. Before you see Bny reimbursement. One of our priorities

for the last few years, and one which the membership has really

advocated i^Bny strongly, is to change that payment system so that when

you were in fact designated as eligible for the PCR service, we wou Id

be able to pay you immediately the service had been provided. Hire Bn

attendant, the attendant works for you for two weeks, then you call

us, send us a little time sheet or whatever, we would be able to pay

you immediately, so you would not have that cash flow problem. The

«.May the system works now is not adeg.ua.te, we BnB trying to change it.

There is also another programme

•JE s What does one pay Bn attendant for Bn hour

Right now the rate is $4.25 Bn hour. In comparison to other states

which have Bn attendant care programme «.ue probably should be $5.88 Bn
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hour. Things work differently here in Mass. and it has taken us a
little while to establish Bn eg.uitable rate for PCRs

JEs It is *3«75 in California

It is $5.88 in Maine, and I think it is $5.00 in Rhode Island, and

another state that I talked to recently is $5.00, Texas Ithink. That

seems to be the more accepted figure. Last yBBn it was $3.58. There

is also another programme which I think is really worthy of mention

because it is funded 188ft by the state, with no federal involvement at

all. That is, if Bn individual receives PCR services as part of their
Voc Rehab plan, in other words, they Br-B in a job, or they BnB in a job

training, or they BnB in Bn educational situation which is going to
lead to a job, then they leave the medical programme, Bnd they go with

the Mass. Rehab Commission's PCR programme, that programme is funded

188% by the state.

This means the money comes a little quicker., One of the barriers to

IL, which I found when I came here in 78, was a lot of people were

afr ai d to Ieave their med ica1 coverage to go into a work situation.

So part of the state PCR programme we have also a state medicaid

\~J programme, which continues the medicaid coverage after a person has
gone to the MRC PCR programme. So that barrier, that disincentive,

ha.s been broken down. We now have 35 people in that programme Bnd
what I would like to see is the number of medicaid people decrease Bnd

the number of Mass Rehab people, people who BnB in some productive

activity, increase. That is really what we BnB after, when we talk

about emp loyabi lity and productivity, that is what u.*e mean. We would

like to see more people in that situation, using the MRC programme, and

fewer on the medicaid

•JE n Do you have Bn attendant nB^BnnB. I system

Ves u.«e do. We have Bn attendant pool here. We advertise, mostly in

schools Bnd universities. We get g.uite a. number of people who come in

and they BnB interviewed, Bnd they present their credentials Bnd there

is some follow up to be sure they are not «....« Bnd if they meet that

test. Usually what we try to do is find them assignment work, if
somebody needs Bn attendant just for a couple of days because their

attendant has gone home, kind of a test situation, and we send them out

to work with one of the members of BCIL, then the member will call, say
he did a good job, or did not do a good job. If they were good, then
we put them in what we call a. PCR pool. The PCR pool is to be used in

emergencies Bnd also when Bn individual has exhausted all other means

of finding a PCR, they can call this office, they can get some names g«f
people to interview, people who have been through this process

JEs I was going to ask about emergency back up

Ves. We have a 24 hour service. If somebody phones we can get
somebody for them at least that morning. Then what «.ue do is follow

up, one of the staff will call Bnd say, what is the problem, what times

do you need Bn attendant. They will look through the pool, if they
can't find anybody there, they will try to hook up with somebody in the

community to provide some interim coverage unti I it is sorted out and

they find a. permanent attendant. The one flaw in the pool is that
there is now a strong feeling among the membership Bnd some staff too

that we really ought to have a formal PCR training programme, we ought
to have some kind of basic training, so that when we have 18 new people
come in, students for example, say I want to do PCR work, «.ue ought to
be b!o 1e to pr-ov ide a structured basic training programme for those

attendants. So regardless o-f what kind of disability disabled person

they BnB r-B-^Brr-Bd to, they do have basic kinds of knowledge of what PCf\
work is, rather than just going in cold to try it out. Another thing
the staff is going to put together this year, which I am excited about.

^
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is a little travelling kit, which ha.s a ba.sic training programme for

PCAs on slide show type thing. If you were living in the community

Bnd you had the sbxhb attendant for six months or a year, you might need

a. little refresher as to how to hire and train a new attendant. What

you would do is just borrow this kit from BCIL and show it to yourself,

show the slide show. Something might come up as to really just a

profo Iem Brmea, trBnsfers, some technig.ues you m ight have f orgo11en

JEs The problem is that each disabled pBr-son is so different. Do

you find that people tend to have more than one PCA at the same time

Ves. I think they have to. An attendant is like Bny other job.

First of all it is Bn intensive relationship, not like a boss and a

secretany. This is a. ^Bry personal and intense relationship,

everything gets involved in it, what kind of food you eat, what time

you get up in the morning, what time you go to bed at night, the way

you BnB handled personally, the way your body is handled. It is ^JBry
i..h»p«./ personal and intense. All the things you might expect come up in

that relationship, what people like and don't like about each other,

just in ondinBny course of events, let alone when there is one person

^s^ taking care of another. So it is just unrealistic to assume that Bny
individual can carry on that kind of activity for five hours a dBy.r

seven days a. week, week after week. It is just not going to happen.

The people who arrange their attendant cane the best BnB people who

have two or three attendants, Bnd people who also do some careful

planning as far as resident care is available. In other words, having

somebody, a relative or whoever come in for a week or two at a time, so

the attendant can have a little break now and then. It is definitely

vital. Most people now do have different attendants on weekends than

they use during the week

JEs Or different morning Bnd evening attendants

That is right

-JEs Hou.t much of the counselling here is peer counselling, Bnd how

much is done by professionals

Well, it is hard to break that down. We have had the same peer

^m^ counsellors now for well over a year. Right now I would say 78 or 88K
of the counselling that is offered can be delivered by peers. Wow at
Bny point in time, it may be that peers can only do so much, it may be
that the nurse or OT has to come in and provide some sort of

instruction. There Br-B also some areas of training where it is

important that the medical staff, as u.«e call them, the nurses Bnd OTs
become involved because, again, it is a. regulatory problem, some of the

services simply cannot be reimbursed unless the nurse signs, so there
Br-B some things with which they have to become involved. In the

transitional programme I would say the nurse probably provides 25 or

38J2 of the counselling, and the rest is provided by peers. It is more

Bnd more coming towards a peer situation, right now I think the

percentage is pr-BpondBr-Bni:-

JEs Do you have regular decision making meetings

Peter is the director of programme operation. We have a. situation ivi
which each programme has a programme director, somebody responsible for
that area of activity. He meets with those programme directors on a

regular- basis, so he keeps track on that one. then BK^Bry month we
have what we call a Cabinet Meeting, where all the programme directors

Bnd Peter meet with me Bnd with the fiscal officer, Bnd at that time u.«e

adjust agency issues, problems which programmes may be having with each
other, or even solutions where each programme might play a role, and «.ue
discuss those on a monthly basis. And, of course, in Bn agency like
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this there Br-B alwys the dai ly situations that come up. What we try
to do is structure the agency so that there is open access, if somebody

has a problem they can come in here and discuss it, rather than

scheduling Bn appointment or calling me on the telephone. In an

agency like this, with this kind of population, it is ^Bry important to

have Bn open system of administration

JEs Vou have a. staff of about 68. what is the ratio of disabled and

non disab led

Of the 68, 38 BnB pretty much pant time people who BnB living with some

form of attendant care in a. structured programme, so I don't think I

would really count them. But in terms of the rest of the population,

about 48°. BnB disabled, and the majority of people «.uho work here in the

core administrative staff BnB disabled. We have adopted and pursued a.

policy of preferential hiring, no bones about it. If we ha.ve a. job

opening, we write the job description and we send it out to our

m e m b e r s h ip f ir s t, Bnd t h e y h a.v e first r e f u s a I o n t h e j o b» If Bny
disabled person who is in our membership thinks they can do the job,

they come and get Bn interview right away. In the second round, after

\^J that is through, u.«e do have a. policy where u.»e send the information out
to other agencies that serve disabled people, and again, if a disabled

P e r s o n t h in k s t h e y Bne g.ua Iif ie d , they g e t p refer e n t ia I t r e atm e n t. S o

the trend is towards really giving the agency a .... with regard to

disabled people, and that is the way it should foe

JEs Budgeting often seems to be a weakness with CILs

I have not been to Berkeley, they have done some things as good a^ they

can be done, yet I guess as a practitioner I have some problems, taut in

order to really do justice to those problems I would have to go out Bnd
see for myself what is going on. Finances was our major problem.
When I started here in 78 the CIL was bankrupt, they not only did not

have Bny money, but they owed $16,888 that they did not have. So,

certai n ly , one of my f irst pn i or it ies a3 d irector was to f ind sources

of revenue which could make up that deficit. ............ various

people come Bnd have a. discussion about transporting John's luggage
..««...».. We also drummed up business with the agency that serves

blind people, visually impaired people, Bnd we also went to the private
'^w' sector and asked for foundation grants, Bnd other agencies, to get some

money from them. That was really what pulled us out of the hole.

Now wb BnB kind of on a. pay as you go basis. One big flaw in most of
the newer programmes that BnB starting right now in the United States,
they rely on a single source of funding for their existence, and that
•is Title 7, IL programmes, Bnd that is almost asking for disaster,
because if they cannot use that money over the short three years period
for which it is available, and find other sources of income to replace
and supplement that, then God knows what is going to happen. Vou Br-B
only going to be able to do so much. The other basic flaw in the way
most IL programmes structure themselves is that, the way our government
works is that it pays you money only after you have provided a
service,and in business terms that may make a lot of sense.

But if you were starting a business for example, you would probably
draw your own assets together Bnd others who wanted to share in this

venture with you, Bnd you would put together a proposal of some kind to

sell stock, approach a bank, Bnd borrow a sufficient amount of money,

so you could establish this business. Well, non profit service

provider organisations can't do that because they have no collateral,
we bx"'B not going to produce clocks or carpets or anything else, we BnB
trying to help people, Bnd that is not a definable product, it is not

something banks will use b& collateral. So these smaller agencies,

the ones that Br-B starting right now, are starting with no money Bnd

they BnB only being paid for what they do after they do it, Bnd you can
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imagine the negative factors. One of the things I always make it a
point to mention is to foe sure you have some source of funding that can
help yu establish whatever it is yu want to get into, help yu hire the
qualified staff, pay for your office expenses, and so forth, because
without that you will constantly be in a hole and trying to dig
yourself out, the more you dig yourself out, the deeper you find
yourself in. That was the problem of the Boston Centre. If we had

been Bny bigger than ».ue were, with only 38 people, u.«e would have
definitely gone out of business. Those 38 people would have run out

of services, and the 288 that came after them would have received
nothing. So, thank God it did not happen that way, but a. lot of
planning up front is required before you start Bny enterprise, whether

it is a. private business venture, or something even more important,

like what we BnB doing. Vou have got to have money.

JEs It seems directors of CILs spend 88ft of their time trying to get

fund raising sorted out, particularly now

One advantage IL has, and I don't know., it has been 20 yBBns since I

have been to England, just the ^JBry concept of independence goes hand

{^s in glove with the culture of Rmerica. It is, in fact, a saleable
product in the right circles. What you have to do, it may foe
repugnant to some extent, is figure out how to package Bnd sell it to

people who have money, so they will give you money, rather than

somebody else. that can be done, like I say, some aspects of it may be

distasteful, Bnd if your goal is survival Bnd growth and quality

services, you find a way to do it with as much taste and class as

poss ible

•JE» The systems BnB K^Bny different, taut you have still got to sell it

END
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