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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-


